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INTRODUCTION TO THE PORTFOLIO
The portfolio is a compilation of the academic, clinical and research work completed 
for the Doctorate in Psychology Course in Clinical Psychology (PsychD) for the 
University of Surrey.
Volume 1
This volume contains the academic dossier of the PsychD course portfolio -  
comprised of two essays, three PBL reflective accounts, and two summaries of CDG 
reflective accounts; the research dossier comprised of a service related piece of 
research conducted in the first years, the abstract from a group qualitative research 
project conducted in the second year, a major research project completed in the third 
year, and a research logbook showing progress of development in and use of research 
skills over the three years of the course; and a summary of the clinical dossier -  
comprised of brief overviews of clinical experience and summaries of submitted case
reports.
Volume 2
This volume contains the two CDG reflective accounts from the academic dossier; and 
the full components of the clinical dossier, including placement contracts, supervisor 
evaluations of trainee, trainee evaluations of supervisors, and clinical logbooks from 
the five clinical placements; in addition to five formal case reports of work conducted 
whilst on placement.
The aim of this portfolio is to highlight the diversity of experience and development of 
competence in academic, clinical and research skills during the three years of the 
PsychD course.
Academic Dossier
This section of the portfolio contains two essays, which critically examine a number 
of psychological issues concerning theoretical and practical aspects of clinical 
psychology; as well as three PBL refleetive accounts, and summaries of two CDG 
reflective accounts, demonstrating a number of learning experiences and processes 
aimed at developing reflective skills and elinical and theoretical knowledge over the
three years.
The full versions of the two CDG reflective accounts are presented in volume 2.
SERVICE USER INVOLVEMENT ESSAY
The Course Team is attempting to involve service users and carers in many 
aspects of the Surrey Clinical Psychology Training Programme. With reference 
to the evolving literature in both training and research, explore ways of involving 
users and carers in the Programme. What issues and dilemmas might such
involvement create?
January 2005 
Year 1
Introduction
In the course of this essay, I will aim to define what service user and carer 
involvement means in the present context. I will look at why involvement is 
important, and why I chose this topic. I will look at government policies and best 
practice guidelines that address involvement, particularly in training programmes. I 
will outline the different levels and types of involvement that there are, and examine 
the issue of representativeness. I will also look at the different attitudes and ideas that 
professionals can hold about involvement, and how these affect the level of 
involvement within services.
I will aim to give my understanding of what service user and carer involvement is 
currently going on at Surrey. Then I will attempt to explore ways of involving service 
users and carers in the course, by looking at some ideas and practices in the literature 
that have been suggested or are currently being used in training. Finally, I will think 
through any issues and dilemmas that may arise when implementing these ideas.
I will attempt to acknowledge throughout the implications for both my personal 
development and for general practice. I will also attempt to address any issues of 
difference and diversity that may arise when considering areas to involve service users 
and carers. In addition, I will acknowledge why I think these issues are important and 
through a process of self-reflection, I will bring in examples of personal and 
professional experiences that support my arguments.
What do the Terms Service User and Carer mean?
In the context of this essay, the term service user refers to people who either, have 
used or continue to use health services. The term carer is used for friends, relatives or 
paid carers who play a significant role in the care of an individual who has used or is 
currently using health services. Although users and carers are referred to in a 
collective sense 1 recognise and value that all people have experiences that are 
individual and unique.
Why is Service User and Carer Involvement Important?
Service user and carer involvement is important because it helps to increase our 
limited understanding of psychological distress. It also helps to empower service 
users and carers, it can sometimes even have a therapeutic role, enhancing the process 
of recovery by increasing tiieir social network, self-confidence, and skills base, and 
may even increase their ability to support others (Masters et al., 2002). From a 
personal standpoint, I hope to be able to take what I learn from this essay into my 
clinical practice. By increasing user involvement in my clinical work, and by being 
more aware and reflective about the type of views and opinions I hold and how these 
may unconsciously mfluence my behaviour and practice.
Best Practice Guidelines and Government Policies
There are a number of government policies that promote service user and carer 
involvement in the planning, delivery, and evaluation of services. All published by the 
Department of Health, these include the Disability Discrimination Act 1995, the white 
paper -  Valuing People (2001b), the National Service Frameworks for Mental Health 
(1999), Older People (2001a) and Children and Young People (2004a), and Patient
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and Public Involvement (2004b). Tew et aï. (2004) produced a good practice guide 
for involving service users and carers in mental health education and training. This 
document runs through how they can be involved in all aspects of training, drawing on 
a range of current initiatives, and giving guidelines for involvement. Throughout my 
essay, I will attempt to incorporate some of the ideas and guidance outlined in this 
guide, and I will try to adapt some of the suggestions for the Surrey training course.
Levels/Types of Service User Involvement
Both Forrest et al. (2000, p.55) and Tew et al. (2004, p.54) adapted a continuum of 
involvement originally developed by Goss and Miller (1995; as cited in Forrest et a l, 
2000) for application to education, and what follows is an amalgamation of the two: 
Figure 1 : A continuum of involvement.
Level 1: No Involvement
Level 5: Partnership
Service users, carers, and staff work together to identify issues/problems. Statement 
of partnership values. Involvement of users at all stages of ± q planning process. Joint 
decisions. Review/changes undertaken jointly. Users working as lecturers. Users can 
join learning sessions even if they are not in a position to achieve qualifications.
Level 2: Passive/Limited Involvement 
Based on professional definitions of issues/problems, service users/c^ers invited to 
‘tell their story’ in designated slot, and/or be consulted (‘when invited’).
Level 4: Collaboration 
Involved as full team members in at least three of the above areas. SMement of values 
and aspirations. User accounts form basis for decisions. Regular training, supervision 
and support for contributors. Encourage users/carers to access programme as students.
Level 3: Limited Involvement 
Regular contribution to at least two of the following: planning, delivery, student 
selection, assessment, management, or evaluation. Payment at normal visiting lecturer 
rates. Some support before/after sessions. Consultation through non decision-making 
forums. Service users/carers can access programme as students._________
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The aim on the Surrey course should be to achieve partnership with service users and 
carers. Therefore, the continuum could be used as a guide to show what areas need to 
be targeted, and how the course will recognise when it has achieved this.
The Issue of Representativeness
Some professionals believe that those involved are not representative of the relevant 
groups. This can be for a number of factors, including, general experience, experience 
of involvement, their views, and personal characteristics (i.e. age, class, education). 
Professionals are concerned about getting unreliable, inaccurate or biased information 
from service users, and worry that disadvantaged groups may be left out (Beresford & 
Campbell, 1994).
However, it could be argued that services do not do enough to increase the 
representativeness of service users. Involvement mainly consists of isolated users 
who are frequently required to speak for themselves as individuals rather than for their 
organisations. Also, there are double standards when it comes to the representatives 
of agencies like professionals, managers and policy-makers, who are often not 
representative themselves (Beresford & Campbell, 1994).
Professional Attitudes towards Service User Involvement
Rush (2004) argues that a barrier to effective service user involvement in services is 
the conflict between the assumptions and attitudes that professionals and service users 
hold. Over time people’s views have broadly aligned themselves on a continuum 
(Moral degeneracy -> Illness Disability). This continuum has influenced the
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degree to which user involvement can be accomplished (from no involvement to total 
involvement).
The most up to date view is the ‘Disability inclusion model’ (Sayce, 2000, as cited in 
Rush, 2004), which neither removes responsibility from the individual (as an illness 
model does), nor blames them for having the disability. It actually places 
“responsibility upon service users to object to discrimination wherever it occurs”
(Rush, 2004, p.317). Therefore suggesting that by encouraging clinical psychologists 
and trainees to view mental health problems and other types of disabilities (e.g. 
learning disabilities, organic and physical disabilities) using the Disability inclusion 
model, they will focus on an individual’s strengths, whilst making allowances for their 
disability. It will also foster an environment that promotes user involvement, and does 
not just rely on illness-based services for recovery.
Rush (2004) suggests that when conflict arises between differing opinions and 
assumptions, the key to resolving them is to make them explicit and engage in 
meaningful discussion about them. This may be an important way of introducing 
service user involvement to the training course, the multi-disciplinary teams and 
specialist services on placements, to prevent division and tokenistic involvement. It 
also makes me more aware of how I should be more open to exploring my own 
attitudes and ideas in supervision and through self-reflection.
What Involvement is currently being undertaken at Surrey?
An advisory group has been set up, consisting of a co-ordinator, two service users, 
two psychologists, a trainee, an Occupational Therapist and an advocacy worker, who
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are attempting to devise strategies for increasing involvement in the course. The 
group has addressed issues of equality, power differentials, and equal involvement, 
and stated that involvement should occur across the programme. There are also 
trainee meetings about service user involvement, to discuss ideas about how service 
users could be involved in the course, which will feed back into the advisory group.
Ways of involving Service Users and Carers in the Surrey Course 
User organisations: a good way to begin
Forrest et al (2000) found that participants from users’ forums tended to be more 
critical of services, and wanted a more active role in curriculum design and delivery, 
than those who came from ‘drop in’ centres. Even so, service users in this study still 
considered that user organisations did represent users’ agendas as a whole. Therefore 
it was suggested that when initially attempting to involve users in curriculum, the best 
way to begin may be to work with user organisations, as these are often the most 
motivated people, and seem the most able to represent users views. However, there is 
excessive demands on advocacy services (Diamond et a l, 2003), therefore, if the 
course were to rely on user groups for involvement, it may be advisable to consider
contributing ftmding.
Crawford (2001) suggested ways of tackling the issue of advocates being 
‘representative’ of service users. Such as electing representatives democratically, or 
representatives receiving “training that involves considering the distinctions between 
presenting one’s own views and those of others” (p.85). However, while it has been 
widely acknowledged that there are clear differences between the agendas of service 
users and providers concerning involvement, there is often differences in the
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objectives of service users and user organisations (Campbell, 2001). Therefore, it is 
important to include individual service users as well as organisations where possible.
Tew et al (2004) suggest that when making contact it is important to meet people on 
their own territory, maybe have an informal discussion about what might be involved, 
and be clear about payment for both time and expenses. They also suggest that an 
effective way of making contact with new people is by word-of-mouth. It may be 
possible to recruit a wider range of service users by advertising in magazines, 
newsletters and newspapers (Triveldi & Wykes, 2002). In addition, mailings about 
involvement maybe successful, inviting people to attend welcome events that give 
them opportunities to find out what it entails.
One idea for the Surrey course might be that local practitioners could make it a regular 
part of their practice to give out leaflets on service user and carer involvement in the 
course. These could contain information on how they could get involved, what the 
benefits might be, and could give contact numbers, and the dates of welcome events.
It is important in all aspects of involvement to attempt to involve people from 
marginalised communities. Either by asking the commumties directly, or by going to 
organisations that represent them (e.g. for people with learning disabilities speak to 
People First), as they will already have a relationship (Hanley et a l, 2004).
What do users think makes a good clinician? How can this inform curriculum design? 
Curie and Mitchell (2004) describe what service users and carers in an advisory group 
said were good and bad qualities of a clinical psychologist. Good features included
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being friendly, warm and understanding, offering real, practical and genuine support, 
hearing/accepting what is said, and understanding situational constraints. Also 
important was being open to learmng from the client, perceptive of good working 
relationships, honest, transparent, reflective, sensitive, and trustworthy, with relevant 
experience, doing their homework and basing with other professionals. Bad features 
included lack of eye contact/time/attention, being patronising, hearing but not 
listening, being arrogant, having all the answers, and being unable to recognise the 
client’s own resources.
This process could be repeated in the Surrey course, and the qualities could be 
incorporated into the Clearing House handbook, and the trainees handbook, so that 
applicants and trainees are more aware of what service users and carers value. The 
course already incorporates teaching of more ‘human’ skills (e.g. empathy, listening) 
in the initial induction period. However, other ideas raised could be incorporated into 
the teaching, perhaps in conjunction with service users and carers, to enable trainees 
to get immediate feedback.
TraineesAecturers/supervisors as service users
Forrest et al (2000) said that it was important to promote in students the awareness 
that they have the potential to experience periods of mental distress and that they 
should think about the kind of help they would like to receive if they were in that 
position. It is important to validate and support the experience of students and staff 
who may be service users, and get them to try to think about what helped them.
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lam  working with an assistant psychologist who has depression, hut does not feel that 
she can tell her colleagues, or that she could apply to training However, I  believe 
fW f/fg fW way z/^ afAWgf wgrg fa c/zaMgg, aW g^^grigwcg^
were embraced rather than ignored, or even devalued and stigmatised.
Therefore, a first step may be to put emphasis on this type of experience in the 
Clearing House handbook entry, to encourage applications from service users and 
carers, and to state that support will be provided. The course could also run reflective 
groups where service users and carers both on and off the course can come together 
with non service user trainees. These groups could reflect on what it has meant to 
them to experience mental distress, what their experience of services has been, and 
how they can use this to influence their clinical practice. However, it would be 
important to establish clear boundaries and rules around dealing with conflict, 
confidentiality and when and how to speak. Also support and access to 
supervision/counselling should be provided for individuals for whom this may cause
distress.
Advisory groups: Who should be involved? How should they be run?
Tew et al. (2004) suggest that a steering group should comprise a senior representative 
of the management (who does not automatically chair the group), teaching staff, 
service users and carers, placement supervisors, and trainee representatives.
Therefore on the Surrey course it may be useful to have some placement supervisors, 
some carers (as they are not currently represented), and more service users (to give 
them more confidence to speak up). As well as a more diverse range of service users 
and carers, both in terms of personal characteristics (e.g. gender, ethnicity) and in
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terms of the different populations that the profession serves (e.g. learning disabilities, 
older adults, children, and specialist services).
Tew et al (2004) report that it is important to set ‘groundrules’ for groups or meetings 
before commencing. These may include valuing everyone’s expertise equally and not 
using power positions to force through decisions. As well as agreeing on language 
that is comfortable for everyone to use which is free from jargon, not demeaning or 
oppressive, while at the same time not getting hung up on being politically correct. 
They suggest that it may be useful to identify short-term changes that may be easy to 
implement (e.g. modules where involvement may be particularly valuable), to get the 
ball rolling, as well as identifying longer term goals.
Barnes and Wistow (1994) highlight that service users with mental health problems 
may experience difficulties when trying to communicate. Severely depressed people 
may find talking very difficult. Certain types of medication may cause physical side 
effects (i.e. dry mouth, slurred speech) which may affect the way people view that 
person. People with psychosis who may be hearing voices may appear to be out of 
touch with reality, and therefore their views may be disregarded. Therefore, when 
setting up a group or at any other point when involving service users, professionals 
should be prepared for these difficulties and should be given training in ways to 
support people. In addition, service users should be given appropriate training, and 
have opportunities for preparation and debriefing.
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Involvement in selection/interviewing
The Consumer Participation Working Group (CPWG, 2002) for Manchester 
University’s clinical psychology programme came up with a number of ways that 
service users could be involved in selection. These included: contribution to short­
listing (criteria, screening applications), contribution to questions or criteria for 
interview, and partnership when establishing Job Specifications. Service users and 
carers could be involved by prioritising the qualities (e.g. more human qualities and 
‘people skills’) that they would like in clinical psychologists to be used in selection. 
Alternatively, they could be present on the interview panel (or as an observer) as this 
may bring out a different reaction in interviewees. However, service users and carers 
would need training in short-listing and interviewing, and would need to be more 
familiar with the course. Therefore, involvement in selection in isolation would be 
difficult, and a more comprehensive strategy of involvement would be best.
According to Tew et al. (2004), it is important to hold “joint briefing and training 
sessions for service users, carers and teaching staff to help them to work together 
effectively. These should include input on equal opportunities and clear policies on 
confidentiality” (p.25). It is important to ensure that the group of service users and 
carers that are involved are inclusive of the diversity (e.g. race, gender, sexuality, etc.) 
of potential candidates, and the same applies to the staff involved, without using this 
as an excuse to exclude certain individuals.
However, having service users on the interview panel, may prove to make an anxiety- 
provoking experience even more so for interviewees. In addition, service users may 
not feel confident, or may not want to participate in such a pressurised situation.
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Therefore, it may be more beneficial if service users and carers were either available 
throughout the day to chat to and/or they gave a brief talk on the course’s commitment 
to service user and carer involvement. This way they could actively encourage 
prospective trainees to be open in interviews about their own experiences of being a 
service user or carer, and to reflect upon the impact of these experiences on their 
attitudes and practice. This may raise awareness of involvement as an important issue 
in prospective trainees’ future, and may discourage attitudes of discrimination, as well 
as breaking down the professional-service user power barriers early on in training.
Involvement in clinical placements
The CPWG (2002) suggest increasing involvement in placements by having direct 
experience of user organisations, or placements with a focus on working with user 
groups. They also encourage trainees to reflect on their experience of approaching 
and starting placement as a ‘new’ person. Service users could be involved in 
evaluation of trainees’ placements, or trainees could carry out teaching with or to user
groups.
Tew et al (2004) suggest that service users and carers could act as consultants or 
mentors on placements. However, there will have to be strict safeguards to ensure 
confidentiality and protect the rights of both trainee and mentor. This may include 
risk assessments, providing training (e.g. supervision skills) and explicit guidelines for 
both trainees and mentors before commencing, and providing supervision and support 
for the mentor. Material should be anonymous, and the mentor should be from a 
different locality to reduce the risk of them being referred to the trainee’s service, or 
of the mentor being personally aware of the trainee’s clients.
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It is also important to get teams on placement ‘on board’ with the idea of involvement, 
and for them to model to trainees a genuine commitment to working with people 
rather than performing interventions on them. Therefore, the course may need to 
address this on a larger scale, for example, through workshops to local 
supervisors/teams on increasing user involvement, as well as it being explicit in
trainees’ logbooks.
Involvement in research and evaluation
When you approach service users, it is important to tell them in simple, unambiguous 
language what the project is (without being too prescriptive), why you are 
approaching them, what you are asking from them, what level of involvement they 
can expect and why. Also, what resources you can offer, the benefits to them, how 
long it will take, who it will ultimately benefit, and any potential risks (Hanley et a l, 
2004).
Individual service users and carers may get involved for a number of reasons, and it is 
important to be clear about what these are, as this can help you understand how to 
keep people interested. Users do not have to be involved at every stage of the 
research process (see Figure 2), however it is important to involve them as early as 
possible. At each stage in the process users can also be involved at a different level:
Consultation ■<-> Collaboration <-> User Control (Hanley et a l, 2004).
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Figure 2. The research cycle.
Identifying Prioritising -> Commissioning Designing -> Managing 
Topics Research
Evaluating <- Disseminating <- Analysing and Interpreting Undertaking
(Hanley et a l, 2004, p.20)
On the Surrey course, users could identify topics for major and service related 
research projects. They could prioritise topics that are miportant to them, and they 
could be members of the commissioning panels that approve research projects. Users 
with particular research expertise could act as supervisors for trainees projects, 
although they may need further training. Users could run user-controlled research on 
topics relating to the course (e.g. evaluate the impact of involvement, or of specific 
changes). These could be independent, possibly carried out by research groups set up 
and run by service users. Users who are already involved in the course (particularly 
research) could help disseminate research results.
Any paperwork that trainees have to fill in i.e. research proposals, could be altered to 
include a section on how the project will be involving users, and at what level. 
Service users could control the feedback system (i.e. for lectures), and alter the 
feedback forms, to make sure that they are measuring something that is important to 
them. Alternatively, users could evaluate how being involved in the 
research/involvement process has affected them, and what skills they have learnt. In 
addition, trainees could present their work to service users and carers, and get 
feedback about its value, any aspects they might change, and future research that 
could be done. It is important to be aware of ethical issues that may arise when
22
involving users, that they are aware of confidentiality issues, issues around informed 
consent, and what needs ethical approval.
Involvement in curriculum/teaehing
CPWG (2004) suggest having explicit sessions about how labelling and medicalising 
serve to distance service users from professionals, as well as sessions on user 
movements and the debates and dilemmas within them. Service users and carers 
could be involved in presenting in or even running the severe and enduring mental 
health problems module, as well as lectures in other areas. Service users and carers 
should be involved in every level of curriculum planning. As they may be able to 
identify topics which have been left out of the curriculum which are of particular 
relevance to them. Finally, service user based materials and resources (e.g. books, 
films, articles, and web-based information) should be available, and trainees should be 
encouraged to access them.
Perhaps one way of involving users in the Surrey course might be by running days 
about specific disorders (e.g. Psychosis revisited), where users are invited both as 
participants and facilitators. These type of sessions have been run, and found to be 
very useful by both professionals and service users, as it was felt that their 
involvement gave credibility to the exploration of the disorder, and enabled more 
thorough scrutiny of the interventions (Basset & Hayward, 2003; Hayward, 2004).
There may be occasions when a service user involved in the course, is a current or 
previous client of a clinical psychologist/trainee from the course. If so, they should be 
advised that this is the case, and given the option of either not taking part, or being
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involved in a different area of the course. Support for both service users/carers and 
clinical psychologists/trainees who may have these kinds of issues needs to be in place 
and made explicit from the outset, and rules around confidentiality from both parties 
need to be established and followed.
Another issue which may arise around involvement in teaching, may be the fact that 
BPS Accreditation criteria for clinical psychology courses specifies that the majority 
of teaching should be provided by clinically qualified psychologists (Harper et al, 
2003). Unless this criteria is changed, one way of getting around this issue may be by 
service users and carers teaching jointly with clinical psychologists, therefore still 
maintaining the majority of teaching by clinical psychologists.
Involvement in student assessment
CPWG (2004) suggest that courses should stipulate the need for service user and carer 
perspectives in trainees’ clinical reports. Service users and carers should collaborate 
with professionals about the amount of input that they want to have in student 
assessment. They could be involved in training supervisors, so that they have a 
greater awareness of service user issues when assessing trainees.
Service users and carers could be involved in setting questions/topics and marking 
criteria for essays, presentations, problem based learmng exercises and exams. They 
could mark all of the above, and could also read case reports and reflective accounts, 
observe role plays, and provide feedback on these. Obviously, this would involve 
participation in preparation and training sessions to leam marking and moderating 
skills, which could be done jointly with other teaching staff. Service users and carers
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may also take longer to carry out all of these tasks, and they may need support, 
especially when giving negative feedback (Tew et a l, 2004). There may also be 
barriers from professional bodies and umversities, in the form of stringent criteria, 
which may mean that non-professionals cannot assess students. The attitudes of 
teaching staff may be another barrier to involvement.
On an individual level, trainees could get feedback from their clients about the clinical 
work they carry out with them. Although it would be important to make sure that this 
did not lead to the trainee trying to appease the client, because they knew they were 
being assessed by them. Furthermore, it would be important to emphasise to the 
service user that they are safe giving honest comments (perhaps on a structured form 
devised jointly with service users), and that it would not affect the service they 
receive. In addition, service users views would need to be taken seriously, to ensure 
that it was not a token exercise (Tew et aL, 2004).
Forrest et al (2000) point out that if users are involved in student assessment then 
there is a risk of disempowering students.
lean see how it may feel quite disempowering for trainees to suddenly have a change 
in their relationship with their client, who now may be assessing them. From my own 
experience o f being assessed where I  previously wasn % e.g. when moving from being 
an assistant to a trainee, and having the role o f the supervisor change to an assessor. 
I  found that this adversely affected my work, making me rely less on my own 
interpersonal skills, and more on the professional knowledge that I  was learning, 
therefore perhaps making me seem more distant to clients.
25
I worry that if this is not done carefully; it could lead to an increase (rather than 
decrease) in the power differentials between trainees and their clients. Therefore, it is 
important to fully prepare students for the process of involvement, and to make sure 
that they are aware of what support systems are in place for them if needed.
General barriers to service user and carer involvement
Other barriers, may include cost (users will need training, access to resources, and 
payment — for travel, time, carer replacement costs, etc.) and time issues for the 
course. It can also be costly for service users and carers, and this may stop people 
from disadvantaged backgrounds from being involved. Language, literacy and 
communication difficulties may act as barriers in many areas of involvement. 
Therefore, where needed materials should be available in different languages, 
interpreters (for foreign and sign language) should be available for meetings with 
users, and material should be available in large print and Braille, as well as in easy to 
read versions.
Service users should be supported if they are unable to read or write (e.g. by providing 
audiotapes and admin support). Practical issues need to be considered before inviting 
users to attend meetings, such as parking or transport provisions, facilities (e.g. 
disabled toilets), easy access to buildings, comfort breaks, and places to smoke, etc.
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Conclusion
As this was such a big area, I had difficulty covering everything I would have liked 
within the word limit. Therefore, I have not gone into detail about issues that may 
arise when involving children, older adults, and people with learning disabilities. 
Furthermore, it is important that the course is aware of these issues and attempts to 
involve as diverse a group as possible, so that it reflects the diversity of the 
populations that clinical psychology serves.
However, I have covered all the areas that I planned to cover. I have examined why 
service user and carer involvement is important. I have highlighted that it is becoming 
an increasing political priority, and that professionals’ attitudes can have a significant 
impact. I have looked at ways of getting involved with user organisations and with 
individual service users and carers. I have examined what service users think makes a 
good clinician, and the issue of clinical psychologists as service users. I have looked 
at guidelines for how advisory groups should be run. As well as examining 
involvement in selection/interviewing, placements, research, cumculum/teaching, and 
assessment, barriers to such involvement, and how they can be overcome.
Although I was not able to cover all the areas I have read about, I feel that by going 
through the process of preparing for and reflecting on the information I have read, I 
have been able to expand my knowledge and thinking. Moreover, I now have a real 
sense of enthusiasm and excitement about being part of the process of service user and 
carer involvement in the Surrey course.
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SUPERVISION ESSAY
Supervision is seen as an important part of a psychologist s personal and 
professional development, yet mental health professions are somewhat 
ambivalent. Critically discuss your own supervision experiences against two 
theoretical supervision frameworks of your choice, focusing on supervision and 
learning, and ethical issues including working with difference.
For the purpose of this essay, some details have been changed to preserve anonymity, 
all names are fictitious, and any identifying details have been removed.
December 2005 
Year 2
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Introduction
This essay is going to examine two theoretical supervision frameworks, the Integrated 
Developmental Model (IDM; Stoltenberg & Delworth, 1987) and a process model, the 
double matrix model (Hawkins & Shohet, 2000). It will also explore my personal 
experiences of supervision and how my experiences map onto these frameworks. I 
will think about any ethical issues I have encountered, and my personal learning style 
and how this impacted on my experience of supervision.
History of clinical supervision
Bernard and Goodyear define supervision as “an intervention that is provided by a 
senior member of a profession to a junior member or members of that same 
profession. This relationship is evaluative, extends over time and has the 
simultaneous purposes of enhancing the professional fimctioning of the junior 
member(s), monitoring the quality of professional services offered to the clients that 
she, he or they see(s), and serving as a gatekeeper for those who are to enter the 
particular profession” (1998, p.6; as cited in Scaife, 2001, p.3).
There have been many publications on the topic of clinical supervision. However, 
there has been little research examining supervision in clinical psychology, and much 
of what exists examines supervision in the USA (e.g. Peak et a l, 2002). This is 
surprising considering supervision is one of the top five activities of clinical 
psychologists (Norcross et al, 1989; as cited in Milne & Oliver, 2000). However, 
there is very limited systematic training in supervision methods for clinical 
psychologists (Fleming & Steen, 2004). Most practitioners either use models of 
supervision developed for other mental health professions, like counselling or
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psychotherapy, or models based on the therapeutic model that they use. Some 
supervisors do not even use a specified model, but rather they take a more integrative 
approach or “muddle through” (Bacon, 1990, p.24). This ambivalence to supervision 
is also reflected in the low rate of supervision provided for qualified clinical 
psychologists, which tends not to meet the British Psychological Society’s 
professional practice guidelines (Gabbay et ah, 1999).
In an exploratory study of supervision experiences, Hirons and Velleman (1993) 
found a number of helpful and unhelpful events during supervision. Helpful events 
included “direct guidance on clinical work, joint problem solving, reassurance, and 
theory-practice linking” (pp.11-12). Unhelpful events included “supervisor telling the 
trainee what to do, lack of direction in therapy, and trainee being talked to as if he or 
she was a client” (p.l2). Hawkins and Shohet (2000) describe the qualities of a good 
supervisor. These include: flexibility, in use of theory and intervention; a multi- 
perspectival view; a working map of their discipline; ability to work transculturally; 
ability to manage and contain anxiety; open to learning; sensitive to wider issues; able 
to handle power appropriately; and sense of humour, humility and patience.
Summary of the models of supervision
Hawkins and Shohet (2000) developed a process model of supervision -  the double 
matrix model, which is used to supervise people who do in-depth casework. Based on 
their observation that different peers supervised in different ways that could not be 
accounted for by other models of supervision, or by their intervention styles. Instead 
these differences were explained by what elements of the supervision situation they
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focused on. They proposed that in supervision there is a minimum of four different 
elements operating: a supervisor, a therapist/supervisee, a client, and a work context.
They say that there are six (or seven in their revised model) supervisory styles that 
form part of this matrix. These can be generally divided into two categories: 
reflecting directly on the therapy session in supervision, and reflecting on the therapy 
process through how it is reflected in the supervision session. Within the first of these 
two categories there are three further subdivisions: reflecting on the content of 
therapy, exploring strategies/interventions used, exploring the therapy process and 
relationship. Within the second category there are four further subdivisions: focus on 
the therapist’s countertransference, focus on the here-and-now process as a parallel of 
the therapy process, focus on the supervisor’s countertransference, and focus on the 
wider context.
I could not find any articles that supported the use of this model in clinical psychology 
or any of the mental health professions. However, it appears to be widely used, and is 
purported to be applicable to clinical psychology (Flemming & Steen, 2004). In 
addition, when asked two of my supervisors reported that they used this model.
Stoltenberg and Delworth (1987) developed IDM based on criticisms of earlier 
developmental models, and incorporated research carried since. IDM was developed 
for the supervision of counselling and psychotherapy trainees. IDM proposes that 
there are four levels of development, from Level 1 where trainees are beginning the 
process of training, through to Level 3 Integrative (the fourth level) where they are an 
integrated counsellor. The trainee is described as progressing through the levels in
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terms of three structures: self and other-awareness, motivation, and autonomy. 
Stoltenberg and Delworth purport that trainees progress through the levels in an 
orderly fashion, and change occurs across various domains of professional 
functioning. Some possible domains include: intervention skills, assessment skills, 
interpersonal assessment skills, client conceptualisation, individual differences, 
theoretical orientation, treatment skills, and awareness of ethical issues. Although 
trainees progress in an orderly fashion, there can be brief regressions to previous 
levels, especially when faced with new or ambiguous experiences.
Movement through the levels is hypothesised to occur as a result of the leammg 
processes of assimilation and accommodation, as proposed by Piaget (1970; as cited 
in Kolb, 1984). Assimilation is the process by which events and experiences from the 
world are added to existing concepts and schemas. Accommodation occurs when 
these events and experiences do not fit with existing constructs and schemas, and new 
constructs or assimilations are built. This model suggests that Level 1 trainees are 
accommodators with their supervisors, but assimilators with their clients. They are 
extremely self-focused, highly motivated, and quite dependent on their supervisor. 
Level 2 is characterised by a conflict between overaccommodation and 
overassilimilation, resulting in an extreme client-focus, and fluctuations in motivation 
and confidence occur. By Level 3 trainees have reached a balance between 
accommodation and assimilation, and these processes begin to work in a reciprocal 
fashion. They are now able to integrate different perspectives, they are more aware of 
their own strengths and weaknesses, motivation is more consistent, and they function 
autonomously, but still ask for help when needed.
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I chose these two models for a number of reasons. The double matrix model had been 
explicitly used by two of my supervisors, and so it made sense to examine it in more 
detail. Also, from what I knew of developmental models, the different stages seemed 
to fit with my own experience, so I thought the most up-to-date of these models, IDM, 
would be interesting to explore fiirther.
How did my supervision experiences map onto these frameworks?
I am a white British, female trainee, and the following give background information 
about the context of my supervision experiences. My first six months of placement 
were based in a community mental health team, and I had a male supervisor (Daniel). 
Then he changed jobs, and I changed supervisors and worked for three months in a 
continuing needs service for people with psychosis, and was supervised by a female 
supervisor (Suzie). Currently I have been on my learning disability placement for two 
months, with a female supervisor (Mary). All my supervisors were white British and 
between 20 and 30 years older than I was.
The Double Matrix Model
Much of my initial supervision experiences were content-driven. According to 
Hawkins and Shohet (2000) this is to be expected. For me it could have been the 
result of anxieties about starting training, not having had much experience working 
with clients using cognitive-behavioural therapy (CBT). It could have been because 
Daniel’s style of supervision also had a CBT structure. Sessions would start by 
setting the agenda, which would consist of reviewing the previous week’s session, any 
tasks completed, and any therapy sessions. Sessions would end by setting goals for 
the following week, and Daniel would try to make sure that supervision did not over­
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run. However, often we would deviate from the agenda, and end up reflecting on 
other issues as they arose. When tins did happen I found it fascinating and insightful, 
and often felt that I learned more in these sessions, although we did not seem to ‘get 
much done’.
With both Daniel and Suzie I found it difficult at times to stay with not knowing what 
was happening with my clients, and this would cause me anxiety and occasionally I 
would attempt to theorise and interpret what was happening too early. Daniel gave 
me time and space to be able to see when I was doing this, and he would prompt me if 
he felt my own beliefs were preventing me from forming an accurate picture of the 
client. Suzie had her own anxieties and these would sometimes intrude into the 
supervision sessions. Given this and the fact that I only had a short placement to 
complete a lot of difficult work, this meant that instead of giving me the time to reflect 
on what was happening I was rushed into theorising too early. This made it more 
difficult for us to progress onto the second mode, which examines strategies and 
interventions. It meant that I became reliant on Suzie for answers, as I did not feel 
that I had a full understanding of what was happening. In contrast, with both Daniel 
and Mary I was able to establish a good relationship. In both placements we started 
off slowly, and this seemed to make an enormous difference to how confident I felt. 
This is supported by research which has found that non-specific factors (i.e. empathy 
and warmth) in the supervisory relationship can effect the perceived usefulness of 
supervision (Scaife, 2001).
The only time when this model proved really useful during my placement with Suzie 
was when we spent an entire supervision session going through the different modes in
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relation to one client (Richard). Richard was a client with long term (20+ years) 
schizophrenia who was referred for anxiety management work. He was very difficult 
to engage, and I had been having difficulties trying to work with him using an adapted 
CBT approach. We started off by thinking about how Richard presented in the 
session (Mode 1). He would often be visibly tense, sweating and shaking, and seemed 
not to want to sit down. He did not maintain eye contact, and kept his coat on 
throughout the session, even though it was the middle of a heat wave. He used very 
formal language, and would constantly change his mind if asked to make a decision 
about anything. My previous experience working with people vdth anxiety problems 
had been quite straightforward and I think I was unconsciously battling with the desire 
to want to impose my previously formed frameworks onto Rich^d s difficulties.
Suzie and I had previously brainstormed ideas and interventions that I could attempt 
to use with Richard (mode 2), but we had not managed to come up with anything that 
seemed to help. When we started discussing the third mode (the therapeutic 
relationship) it became clear that my relationship with Richard did not feel 
comfortable. Suzie asked me to think of an image or metaphor for our relationship, 
and what came to mind was me as a school teacher and Richard as a pupil (strange 
given that he was 15 years my senior). When we unpicked this more, it seemed that 
this was possibly a transference reaction. In his past Richard had often asked if 
services could adopt him and look after him, and perhaps I was sensing that desire to 
be looked after, but also sensing the part of him that felt that our sessions were 
punitive in some way.
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I found it much more difficult to explore the fourth mode (focusing on the therapist’s 
process). Partly because I did not understand what it meant to identify my personal 
countertransference, but also possibly because “most countertransference is outside 
awareness and predominantly unconscious ” (Hawkins & Shohet, 2000, p.79). The 
fifth and sixth modes focus on what is happening in the supervisory relationship and 
to the supervisor, as parallels of what might be happening in therapy. This was very 
interesting to think about with Suzie, as she identified that I seemed very anxious 
presenting my case, and that perhaps this was a reflection of how Richard made me 
feel.
The final mode looks at the client in the wider context. Prior to Richard, many of my 
clients had been female, middle class, and in long term relationships, all of which 
were very similar to me and to my supervisors. However, Richard was lower class, 
unemployed, male, and had never had a long-term relationship due to his enduring 
mental health problems and social difficulties. All these differences highlighted for 
me the need to be reflective about the impact these might have on therapy, and on 
Richard’s attitude towards therapy, given his lack of social support.
Hawkins and Shohet incorporate the idea of trainees progressing through 
developmental stages into their model. They propose that the higher their 
developmental level the higher mode the trainee can easily participate in. It is 
therefore possible that I found the higher modes more difficult because I was not at an 
appropriate developmental stage, and therefore had not yet developed a sophisticated 
enough way of thinking.
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IDM
My experience at the beginning of my first placement could, be conceptualised as 
developmental Level 1. I was highly dependent on Daniel, had limited self and other 
awareness, I was highly motivated, and occasionally highly anxious. I wanted to learn 
the “right” way to do therapy, and when it came to carrying out assessments I was 
rigid and relied on Daniel to help select appropriate assessments. I did not quite grasp 
that you could not conceptualise a client in a highly simplistic way, and would select 
out aspects of an individual to focus on, not taking into account the array of other 
information that perhaps did not fit.
When it came to individual differences I found myself identifying similarities between 
almost all my clients and myself (something which has been hypothesised to be more 
common in females than males). This was something that Darnel found interesting, 
and when we reflected on it in supervision he believed that it was a strength, and 
something that he did not appear to do to the same extent. In some cases I would 
over-identify with clients to the possible exclusion of other important differences. 
However, this did enable me to empathise more effectively with my clients and I think 
ultimately aided the therapeutic relationship. I took this first placement as an 
opportunity to learn my supervisor’s main therapeutic model, CBT, and followed it as 
exactly as I could. This helped me to develop my competencies in this model, but 
perhaps did not allow me to be person-centred, as I would use this approach with all 
my clients, mainly because I had not had the opportunity to learn any other theoretical 
approaches. I had a rather step-by-step approach to my sessions, and did not always 
have an overall objective in mind when planmng what to do next. I had started to 
think about ethical issues with Daniel, however, this consisted more of reading
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professional guidelines, with occasional exceptions when interesting dilemmas arose 
when working with clients.
Fortunately, Daniel was very aware of my needs with regards to supervision, and 
would structure supervision accordingly. At one point we even discussed the different 
developmental levels and agreed that I was experiencing many of the aspects 
characteristic of developmental Level 1. This was both helpful and reassuring to 
know that what I was experiencing was common, and normalised my experiences. 
Daniel made sure that our supervision sessions were structured and allowed me to 
observe him with clients numerous times, enabling me to have a role model which I 
could attempt to emulate initially. He was able to contain my anxieties, but also 
allowed flexibility within sessions to begin to reflect and make links that were 
extremely important for my learning experience. Particularly if you use Kolb’s (1984, 
p.21, see over) experiential learning cycle as a guide to how to promote good learning.
Concrete Experience 
\
Active Experimentation Reflective Observation
\  /
Abstract Conceptualisation/Theory 
Kolb suggests that it is not simply enough just to have the experience, you also need 
to reflect on it, hopefully then you will develop conceptual understandings of the 
experience, which should lead you to plan what you will try next.
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I began the transition into developmental Level 2 during my first placement; however,
I only achieved it in certain areas because my placement was cut short. When I 
moved and was supervised by Suzie I began to experience the emotional turmoil of 
Level 2, as I was challenged more by difficult clients, and also by a less accepting 
supervisor. I began to discover that training was not the quick and easy process I had 
hoped for, and also that many of my skills and interventions were not effective in all 
situations. I moved between being autonomous and dependent, and I would find 
myself becoming anxious in situations that previously were not a problem for me. My 
awareness had become more client-focused towards the end of my first placement, 
and continued to do so throughout my time with Suzie. I think because of the pressure 
of this second placement my skills initially got worse, as I lost some of my confidence 
in my abilities. However, through encouragement and gentle guidance I was able to 
regain what I had lost. As I mentioned previously, I struggled with separating out my 
usefiil responses to clients from countertransference reactions. I became able to 
conceptualise my clients more accurately and completely and took a more balanced 
view to formulation (a skill that I had developed quite well during my first 
placement). I had far more awareness of individual differences, for which a particular 
catalyst was the extremes of the clients’ experiences I was faced with working with 
individuals with long term severe and enduring mental health problems.
Ethical issues became a key consideration in this placement, as I was faced with a 
number of different difficult situations. I found it particularly helpful to discuss the 
process of making decisions with Suzie, and I also found it comforting at times to 
know that by doing so I was supported in my decisions by someone with more 
experience and knowledge in such areas than myself. One example of the type of
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dilemmas I was faced with was when one client engaged in an act of physical 
aggression towards property on the way to a session, which resulted in physical 
injuries to him. Both Suzie and 1 were shocked at the way that the team dealt with the 
incident, and this resulted in a long discussion in supervision about the ramifications 
of such behaviour, if not dealt with effectively, and the role that a clinical psychologist 
can play in such teams.
Suzie was less able to provide an appropriate supervision structure for my 
developmental level than Daniel was. Mainly due to the lack of time and space to 
discuss and reflect on my supervision needs. While Suzie allowed me a certain degree 
of autonomy, she also structured our supervision sessions in a way that disempowered 
me and placed her in the position of the expert. However, there were times when I 
needed this structure, and there were also times when Suzie needed to make sure that I 
was acting in a way that ensured the wellbeing of my clients. In addition, there were 
occasions where my supervision experience provided me with new and interesting 
challenges, for example, the session we had where we explored a difficult case 
example.
Reflecting back on my experience with Suzie, perhaps I felt that it was not as positive 
as either my experience with Daniel or Mary because at each of those points I was at a 
different developmental level. My experience with Daniel mainly consisted of a 
Level 1 dependence, vdth some transitions into Level 2 towards the end. With Suzie I 
was mainly in Level 2, which is a very fluctuating and difficult stage to deal with both 
for the trainee and supervisor. Perhaps then in retrospect the way that Suzie would 
confront and question things was ideal for my level of development, no matter how
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uncomfortable it felt at the time. In contrast, my current relationship with Mary has 
many of the elements of Level 3, our supervision sessions feel more collegial, I am 
able to reflect more on many different areas of my professional development. Perhaps 
also due to the fact that I have had previous experience working in the area of learning 
disabilities, so I feel more competent in many of the skill domains, and I am able to be 
more autonomous.
Stoltenberg and Delworth (1987) also describe how supervisors can progress through 
similar developmental stages both as therapists and supervisors. They state that 
before progressing onto the higher levels of supervisor development they must first 
progress to higher levels of therapist development. However, a supervisor who is a 
Level 3 therapist may still be a Level 1 supervisor. They also describe how it is 
important that there is a match between the level of development of the trainee and the 
supervisor. Level 1 supervisors are either highly anxious or somewhat naïve. “They 
often tend toward a fairly mechanistic approach to supervisory tasks and may play a 
strong “expert” role with the supervisee” (p. 155). They are highly motivated and are 
more focused on their own reactions than their trainee. They provide a high level of 
structure and are concerned with the success of their trainee. All these qualities seem 
to be a match for the way that Suzie carried out supervision, and this may have been 
where the mismatch occurred for me, as Stoltenberg and Delworth say that Level 1 
supervisors often have great difficulty with Level 2 trainees. They say that this 
experience is always poor for the trainee, but that it may help the supervisor to 
progress onto Level 2.
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Level 2 supervisors are very similar to Level 2 trainees. This stage is characterised by 
conflict and confusion, fluctuating motivation, and focusing heavily on the trainee. 
However, this is a short-lived stage for most supervisors, and it does not seem to fit 
with any of my supervisors. Most supervisors are reported to reach Level 3, however, 
some drop out at Level 2 or stagnate at Level 1 (which I believe is what happened 
with Suzie). Level 3 is characterised by consistent motivation, interest in improving 
performance as a supervisor, and viewing supervision as one role amongst many.
This level of supervisor is functionally autonomous, is aware of both the trainee and 
themselves, and can balance the differing needs of both. I believe that both Daniel 
and Mary were functioning at this level of supervisor development, which would also 
explain why they suited me better, as Level 3 supervisors can fit with trainees at any 
level of development.
I found both of these models an interesting way of viewing my supervision 
experiences, and found that it actually provided me with a sense of relief and clarity to 
be able to think about my experiences using a framework. However, there is little 
supporting evidence for either model, much of the basis for these models were the 
clinical experience of the people who developed them. There has been criticism of 
IDM, particularly that much of the research was based on inadequate methodologies, 
and that the model does not account for different developmental levels seemingly due 
to geographical variations or differences in theoretical orientations (Holloway, 1987; 
as cited in Stoltenberg & Delworth, 1988). There is some evidence that trainees 
increase in autonomy over time, and that most trainees experience the first level of 
development (Fleming & Steen, 2004; McNeill et al, 1992). In an exploratory study, 
Davies et al (2000) found some evidence in support of IDM. However, more
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longitudinal research is needed looking into the application of the developmental 
stages to both trainees and supervisors, particularly in clinical psychology.
It is also possible that there is a danger that the developmental levels could be applied 
and adhered to rigidly, or that supervisors will expect that their trainees will be able to 
work in all the different modes of the double matrix model. However, both models 
warn against this and attempt to encourage a flexible, person-centred and culturally 
aware approach to supervision. In fact the main attraction of both models is their 
ability to be both complex and multifaceted, but also to present the ideas in a simple 
and straightforward way. IDM provides a common-sense approach to supervisors and 
trainees changing needs, whilst the double matrix model provides a process approach 
to either individual casework, or an overall guide as to the different styles that 
supervisors can adopt, and how these styles inter-relate with one another.
Learning styles
As a result of writing this essay I began to think about my personal learning style and 
learning in general. I completed Honey and Mumford’s (1986) Learning Styles 
Questionnaire (L.S.Q.), and I found the results interesting as they gave me a new way 
of conceptualising how I learn best. By comparing my learning styles with Mary’s in 
supervision we were able to discuss how our learning styles might have impacted on 
our interactions. I found that my main preferences were for reflector and theorist 
learning styles. Being a reflector means that I learn best when I am allowed time to 
observe and think things over before acting, I do not learn well when I am thrown into 
something without prior planning, when I am rushed to do things or worried by time 
pressures. Being a theorist means that I learn best when I have time to explore the
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associations and inter-relations between things, I have structured situations with a 
clear purpose, I can read around the subject and ask lots of questions, I do not learn 
well when I am not able to explore something in depth, or where I have unstructured 
activities where uncertainty is high. Mary found that she was a pragmatist, which 
meant that she is quite hands on, and likes to be able to see how things will be put into 
practice (Honey & Mumford, 1995). But she was also a mix of the other learning 
styles.
Prior to officially exploring my learning style I was aware of my need for structure, 
and how my supervisors did or did not adapt to this need. I was also aware of my use 
of humour, and how this helped me to form stronger relationships with those who 
were more relaxed and who shared this humour. I was also aware of my need to read 
around the topic and feel comfortable with it before seeing clients. The fact that I 
have a preference for a reflector learning style perhaps explains why when Daniel and 
I would seemingly go off topic and reflect on things, I found that I learned a lot fi'om 
these supervision sessions. In addition, it explains why I did not like supervision 
sessions to be too unstructured. It also may explain further why my highly structured 
sessions with Suzie did not seem as helpful for me, because there was no space to 
reflect on what I was learning and experiencing.
Other professionals views of supervision
I only experienced one incident of other mental health professionals being ambivalent 
towards supervision. This was demonstrated by one social worker s lack of 
understanding of the need for or boundaries of supervision. However, I have heard 
examples fi*om other trainees of times when their supervisors seemed ambivalent
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towards supervision. In particular, I have heard examples of times when supervisors 
have had issues around personal boundaries, particularly personal disclosure, or where 
they have been happy to carry out supervision in a non-confidential room, with other 
professionals coming in and out. I have also been told about incidents where 
supervisors have taken long personal phone calls in the middle of a supervision 
session. It seems from Garrett and Dent’s (1997) article that this is not particularly 
uncommon experience, and that the main inappropriate experiences of trainees and 
supervisors have included sexually inappropriate contact, aggression, rudeness or 
personal comments, lateness, breach of confidentiality, intrusive personal life, and 
poor supervisory skills.
Conclusion
Considering that supervision is “seen as an important part of a psychologist’s personal 
and professional development”, it appears from the lack of research and theoretical 
models around supervision specifically for clinical psychologists that it is not just 
other mental health professionals that are “somewhat ambivalent” towards 
supervision. Indeed my own personal experience of supervision has been that while 
the rest of a clinical psychologist’s role is devoted to being a reflective-scientist- 
practitioner, not much guidance or theory-practice links are actually made in the 
process of real-life supervision. Moreover, if it had not been for the fact that I chose 
to write an essay on this topic I too would be guilty of such an oversight in my own 
practice. However, through the process of preparing for and writing this essay I have 
been able to think more about the general literature on supervision both in clinical 
psychology and in other professions. I have been able to look in more detail at two 
different frameworks of supervision, and reflect upon how my own experience to date
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can be considered using these models. I have also learned more about learning in 
general, what my personal learning style is, and how this can have an impact on my 
experience of supervision.
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The Original ‘Problem’
This account consists of my reflections of the PBL exercise, in hindsight, and taking 
into account my subsequent clinical experience on placement. Initially, we were 
given a paper that described the process of PBL (Wood, 2003), and were told the topic 
was The relationship to change’. This left us feeling helpless and anxious, unsure of 
what we were supposed to be doing, as the topic seemed so abstract.
I found that initially I was quite resistant to change, especially as PBL was something 
I had no previous experience in. This is also how I felt when I first began working in 
a new way on placement, and how I still feel every time I work with a new client. I 
should be aware of my own resistance to change when I am doing clinical work, so 
that I do not get stuck in certain ways of working, and so that I respect the person as 
an individual, and fit the model of therapy to them rather than vice versa.
The Group Process
I joined a week late, and I felt like I was able to bring a new perspective on something 
utterly confounding. I was pleased as this made me feel I had brought some clarity to 
the situation, and helped me settle in easier. It was my first day and I was already 
quite anxious, I knew that I was going to be with this group for the next three years so 
I wanted to make a good impression. My previous experience as an undergraduate 
had shown me that people respect you when you know what you are talking about. 
Plus I like helping people and providing clarity for them, and I believed that the PBL 
exercise was the course’s way of preparing us for uncertainty and the feeling that we 
did not know what we were supposed to do.
52
Since starting on placement I have experienced similar feelings of wanting people to 
like me, with both professionals and clients. And I think that in certain situations, 
appearing to know what you are talking about, or being the ‘expert’ does not always 
help. For example, many multi-disciplinary team members may feel resentment 
towards psychology since there has recently been an influx of psychologists, and so 
projecting an attitude of ‘knowing-it-all’ would be unhelpful in these situations. In 
fact, it is best to treat others as the experts, and to ask them questions, to be interested 
in them and what they bring. Similarly, when working with a client, if you present 
like an expert, and like they are only there to learn from you it will impede the 
therapeutic relationship. It is far more important to place the client in the position of 
expert of their own difficulties, to ask them questions, and learn from them. Most 
importantly, to treat each person as an individual, even if you believe that you have 
experienced similar things to them before, either professionally or personally, because 
no matter how one person deals with or thinks about their problem, it will never be 
exactly the same as any other person.
There was a sense of mystery around the task, and I was able to connect with that. 
There was also a feeling within the group that we wanted to concentrate on and learn 
something new that we could take into our placement. We also focused on what topic 
we were going to do for our presentation. We concentrated on content rather than 
process, something which can often happen when working with clients, especially 
when you have less experience to draw from. I feel I am still not as good at looking at 
the process of what is happening in vivo, it is only afterwards that I am able to reflect 
on the process (a learning need).
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Within the group, the issue of whether the facilitator was marking us on what we said, 
and whether it would be reported to anyone else came up as a salient issue which 
needed clarity. This emphasises the importance of explaining confidentiality issues to 
the client, i.e. who can access their notes, and explaining what procedures must be 
followed if they report any risk issues (duty of care), as this uncertainty maybe 
detrimental to the therapeutic relationship.
One way of looking at how I reacted to the PBL problem is by examining what 
psychoanalysis would say about anxiety and our reactions to it. Freud (1926; as cited 
in Lemma, 2003, pp.200-201) said that anxiety is a danger signal to the ego (our 
organising mental agency), which alerts it to a trauma or “danger” situation. Defences 
are mechanisms set in place to manage the experience of anxiety. They are 
unconscious responses or adaptations to recurring interpersonal conflicts, and they 
falsify, negate or distort reality in order to avoid situations experienced as dangerous 
(Lemma, 2003). Each person has unique defensive creations.
My defence mechanism was to intellectualise what we were doing. There was no 
room to convey the emotions of how I was feeling about the whole experience or 
process. Perhaps if there was, our approach would have been less rigid and structured 
and more reflective. Because whilst intellectualising helps defend against mixiety, it 
prevents you from learning how you would deal with that situation without that 
defence mechanism or ‘safety behaviour’. Therefore, like so many clients, it prevents 
you from confronting the uncertainty and anxiety of that difficult situation. Moreover, 
it means that you never experience what it is like for a client during cogmtive- 
behaviour therapy when you expose them to their feared situation.
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We all use defence mechanisms, but it is when they are used rigidly or excessively 
that they prevent us from becoming aware of what troubles us and so prevent us from 
developing a relationship with both our internal and external reality. Through 
assessing a client’s defences you gain insight into their overall level of personality 
organisation. This has implications for the kind of psychotherapy the person is most 
likely to manage. In addition, by being more aware of the type of unconscious 
defences 1 might use, this can help me to identify the times when I might use these, 
especially during therapy, and allow me to reflect on how they may influence the 
therapeutic relationship.
The Presentation
We approached it in a very rigid, task-oriented fashion, keeping strictly within the 
time boundaries, each having an equal share of time, each researching a different area 
to be presented, doing it in a traditional powerpoint format. This could be a reflection 
of the learning styles within the group. It is also important to he aware that sometimes 
we may be this way with clients, and may not he as reflective as we could. Which 
could be negative, because the therapeutic alliance is one of the most important 
predictors of good outcome, regardless of therapeutic orientation (Marzillier & Hall, 
1999, p.46). Therefore, if we are too task-focused with clients this may lead to 
neglect of the therapeutic alliance. It also may lead to issues around risk (to 
themselves or others) not being thoroughly explored, because a poor therapeutic 
relationship is less conducive to diselosure of important information by the client than 
an open and reflective one.
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I do not feel that since the PBL exercise I have been as worried about time boundaries 
during my sessions with clients. It is something I strive to do, but in reality it is not 
always possible to keep to time. A learning aim should be for me to think more about 
the reasons for running over with clients. Perhaps I equate giving the person time and 
space to talk about their problems with being a good therapist. Perhaps it is a 
reflection of the individual clients, and that I need to contain them more. Some clients 
do not run over, and sometimes do not have much to say. I feel that I am a poorer 
therapist in sessions where I get stuck and cannot think of ways of eliciting more 
information. So maybe this is a reflection of how I am, and that I find talking about 
my problems cathartic. So perhaps I am making assumptions from my own 
experience that the same will be true for others, when it may not.
Although we all got on well in the group, and had similar ideas about what we wanted 
out of the PBL, I wonder what would have happened if there had been conflict. I 
think in light of my experience on placement I would now feel more able to speak out, 
rather than going along with the group. Also, part of the process of developing a 
secure base (which is what the group is like in relation to the rest of training and the 
course) is rupture repair (Holmes, 2001), and in hindsight I think that this may have 
been useful. Perhaps if there had been more controversy and dissonance, and if this 
had lead to the group being repaired and reformed, then this may have lead to a 
stronger attachment within the group.
When comparing the other group’s presentations to our own, one major issue which 
came up was the use of humour. Most groups used humour during their presentation, 
either in the form of a prop, a piece of music, a comical joke, or in the way the
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presentation was delivered. However, our group did not use humour in any form 
during our presentation. This could be explained by viewing humour as a defence 
mechanism, and therefore our group had a different way of coping with anxiety 
compared to the others.
In her book, ‘Humour on the Couch’, Lemma (2000) explores the use of humour in 
therapy, and examines studies that have found associations between humour and 
mental health. There are a number of ways humour can be used in a positive way. It 
can be a way of coping with stress, a method of distancing oneself from difficult 
material, and it can be a way of socialising and gaining peer support. However, 
humour can also be used as a way of attacking something i.e. the PBL task, or 
someone, and at times when dealing with serious or difficult material, the use of 
humour can be disrespectful to the subject matter. I think that it was our worries 
about being disrespectful that stopped us from using humour in our presentation. 
However, since then I have used humour in sessions to positive effect, and it has aided 
the development of the therapeutic alliance. Therefore, if I were to repeat the PBL 
exercise I would feel more comfortable using appropriate humour in our presentation 
without feeling it was disrespectful to the subject matter.
In conclusion, my overall experience of the PBL exercise was positive, and there are 
not many aspects of the way the group interacted that I would change. However, I 
have since realised the importance of reflection, of being aware of defences, and of 
humour when working with people. So in retrospect I would change the manner in 
which we went about the exercise and presentation, rather than the topics we explored. 
We explored how the client is an agent for change on many different levels, how they
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influence us as therapists, how they are the most important agent of change for 
themselves, and how on a larger scale they can make a difference to services and 
provision. I believe that by taking the emphasis off therapists as agents for change, 
we were able to appreciate that the most important thing is not what we do to the 
person or which model we use, but rather the therapist-client relationship and how
ready they are to change.
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The Original ‘Problem’
This account consists of my reflections on the problem-based learmng (PBL) exercise, 
in hindsight, and taking into account my subsequent clinical experience on placement. 
We were given a clinical vignette that described a family in crisis, with the risk of the 
children being permanently taken away from the parents (one of whom had a learmng 
disability). We were told that there was a large professional network involved and 
given a diagram of this and a genogram of the family. We were asked the question 
“whose problem is it?” and were given a list of prompt questions.
The Group Process 
Time Limits
In this PBL exercise we had very limited time to complete the task (three sessions).
We decided that because we only had limited time to do and present this exercise, we 
needed to narrow down our tasks to discuss. We therefore split the tasks according to 
what placement (child or learning disabilities) we were currently on. We started off 
by focusing on the areas of risk, and looking up the policies and guidelines about how 
best to deal with these risks, i.e. child protection and vulnerable adults. We all felt 
that we did not spend as much time on the exercise as we could have done. However, 
this may be similar to therapy, as there may be a number of issues and areas that you 
wish to explore. However, you are limited by the amount and length of your sessions, 
and so you need to set goals and narrow your focus, to the areas that the client/family 
/carers /professionals (depending on who you are working with) feel are the most 
important and pertinent to them.
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Organised Chaos
Our first session was chaotic, because no one knew what we were supposed to be 
doing, and only a few people had brought along the case example. We were all quite 
over-whelmed by the case, as there was a lot of information to process. In addition, it 
was the first time we had met our facilitator and she did not really know what we were 
supposed to be doing either. Because of this confusion and the timing of the exercise 
we all started to question the usefulness of PBL, as we felt we had more important 
things to be doing.
This feeling pervaded the entire PBL exercise, possibly because we were uncertain of 
the usefulness of PBL exercises or because we felt overwhelmed in general by the 
pressures on us at that time, or possibly a mixture of the two. Or perhaps we were 
getting a sense of how over-whelming and complex cases like this can make you feel. 
I do not think that I felt as strongly as others in my group that the exercise was not 
useful, in fact I found it a very interesting way of thinking about systemic issues 
surrounding a family. I am currently involved in clinical work with families, and this 
exercise highlighted for me the complexities of family life, and how when this is put 
into it’s social and cultural context, rather than considered in isolation, you can see 
functional and not so functional patterns of behaving that maintain problematic 
behaviours and situations.
Conflicting Loyalties
Our facilitator was my supervisor on placement. Given my awareness of this and of 
how little time we had, I found myself taking more of a lead than I have in previous 
PBL exercises. This is different to the pattern I tend to follow when faced with new
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situations. Usually I hold back to start with and am overly quiet for fear of doing or 
saying something wrong, or of people thinking that I am ‘bossy . Perhaps in this 
situation I felt more comfortable, as it was a topic I had more experience in (having 
worked in the area of learning disabilities), I was later on in the course, and I had 
developed a relationship with my group over the past year. My supervisor reflected 
on this in supervision, and she said that she had thought it was appropriate that I had 
taken a lead given the time constraints and that she found it interesting to see how I 
reacted in that type of situation. I was pleased that she did not think badly of me for 
acting in the way I did, and I think this helped to perhaps dispel some of my anxieties 
about how other people view me when they first meet me.
I would occasionally discuss how the exercise was progressing outside of the sessions 
with my supervisor. We were open with other group members about doing this. 
However, from discussions with other group members, it seems that some did not feel 
entirely comfortable with the fact that we had this extra relationship. They said that it 
was not to the extent that it affected the experience of PBL in an overly negative way. 
However, this did concern me and highlighted the difficulties that having dual roles in 
some situations can create. This also reflects the different perceptions that people may 
have about the same situation. Given the additional complication that as a group we 
had already bonded, and spent a year and three previous PBL exercises together this 
added an extra dynamic to the relationship.
The Use of Language
The case vignette was written using quite emotive and negative language, which 
perhaps guided the way we approached the case. But also this may be representative
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of referrals that you might receive in practice, so highlights the importance of looking 
beyond the language used and the assumptions made by the person writing it to see 
what is really going on.
When thinking about language from a systemic perspective it can be the most 
important part of the way that family members interact both with each other and with 
professionals. It can shape an individual’s understanding about the world, and it can 
guide the way that others understand her/him. One of the most important things that I 
have learned to appreciate since this PBL exercise and since being on my current 
placement is how subjective every individual’s understanding of the world is, and how 
although many professionals like to think that they can have an objective 
understanding of a particular situation, they cannot, because their views are always 
going to be shaped by their personal experiences, and their beliefs about the world. In 
particular when it comes to dealing with families, they are going to be influenced by 
their personal family history, by the rules and the ‘scripts’ that have been passed down 
inter-generationally (Vetere & Dallos, 2003). They will be influenced by their 
familial culture and expectations, as well as their current life stage and circumstances. 
For example, in the vignette there may be certain scripts about ‘being cared for by 
someone’ in action, both for the family and the professionals. Both parents have had 
very difficult past experiences of parenting and being ‘looked after’, and it is possible 
that if the professionals are working from the script that their job is to ‘look after’ their 
clients this could be placing the family in a position of Teamed helplessness’ where 
they no longer feel it is their responsibility, and feel that there is nothing they can to 
do improve the situation apart from rely on professional support.
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The Impact of Labelling
We also examined how hardship and low socio economic status can impact on 
parenting, and looked at how professionals will often forget about this and focus more 
on the fact that a parent has a learning disability. Which highlights the issue of 
labelling and how if a person (particularly a parent) has a label (i.e. learning disabled, 
depressed, etc.) this can lead to a focus on this label and this person as the problem, 
instead of thinking about the other contributing factors or the systems that may be 
maintaining that ‘problem’. Someone once said to me, is a person really ever 
disabled, or is it actually society that disables them by imposing limits and 
expectations on them about what is ‘normal’? This experience has made me aware 
that I should not just accept labels and statements as a given objective truth but 
question why and who says that this should be the way it is.
Breaking Down Power Barriers
Our facilitator was happy to impart her own personal and professional knowledge and 
experience, and this really helped us to get an understanding of the practical 
implications of the vignette, and how much the situation could easily reflect a real-life 
example. It helped us to take a slightly more empathie approach to the task. It also 
helped us to develop a better relationship with our facilitator, as she did not seem to 
feel that it was necessary for us to do all the legwork, she was happy to guide us in the 
right direction. This was quite different to our experience of the PBL process in 
previous exercises, as our previous facilitator was a lot less willing to impart her 
knowledge, and when she did it felt more like we should feel privileged that she 
decided to tell us something, and increased the power imbalance in the relationship.
In contrast, our facilitator on this exercise treated us more like equals. She was keen
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to share with us and also to learn from us and with us in a more collaborative way.
This was empowering, and seemed to improve our relationship with our facilitator. 
Possibly analogous to how it could feel in a therapeutic relationship when you work 
collaboratively with a client/family.
It felt like as a group we were in a slightly different position of power to how we had 
been in previous PBL exercises. It felt like given the fact that our supervisor was new 
to the PBL process; we were more “expert” in our understanding of the PBL process. 
We felt comfortable as a group and we were able to inform our facilitator rather than
the other way round.
The Presentation
Our presentation was biased towards learning disabilities, mainly because three out of 
five in the group were on learning disability placements, our facilitator worked in 
learning disabilities, and a couple of us had previously worked in the area of learmng 
disabilities. In our presentation we attempted to present it using an original format, 
and tried to use humour to appeal more to our audience, however, we were still 
respectful of the seriousness of the subject matter. This was a reflection perhaps of 
our reaction to our first PBL presentation, in which our group seemed to approach the 
task quite differently to other groups. We tended to be more straight-laced in our 
presentation, and used a traditional power-point format. So we attempted to be more 
creative in our approach to this presentation.
The presentations were very interesting and thought provoking. However, there was a 
significant lack of course team members and facilitators in attendance. This perhaps
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reflects the lack of support across the course for both learning disabilities and the PBL 
process. This perceived lack of support, exacerbated our feeling of helplessness and 
perhaps reflected some of the things that a family may feel when they have to jump 
through hoops’ but they do not know why, and when the result is still the same i.e. 
they attend parent training programmes, and professional appointments, and still have 
their children taken away.
In conclusion, my overall experience of the PBL exercise was mixed but thought 
provoking. We discussed a number of issues around risk, parenting, working with 
people with learning disabilities (particularly others’ attitudes), professional networks, 
the impact of poverty and domestic violence, and systemic concepts and 
understandings of the situation. If I could I would have liked to have changed the way 
that we approached it as a group so that we were not so negative, but in reality it is 
difficult to change the way that others experience and perceive situations, as I have 
begun to realise since the PBL exercise.
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Abstract
Objective: To investigate the reasons people have for not attending or declining 
therapeutic groups run by two Occupational Therapists (OTs), in a PCMHT, and 
whether there are alterations that the service can make to these groups to improve 
attendance.
Method: There were 99 participants, who either did not attend (DNA) or declined 
groups for anger management, self-esteem, and anxiety management run between 
May 2004 and January 2005. Participants were sent a cover letter and a two-page 
questionnaire comprising two questions. The first listed 16 possible reasons for not 
attending the group, and the second listed five possible alternative services. 
Participants were asked to tick and rank answers according to importance. Included 
was a stamped addressed envelope, and all non-responders were followed up with a 
second mailing. The response rate was 34 percent.
Results: The main reasons given were disliking group activities; waiting too long for 
the group; spontaneous recovery; feeling too anxious to attend; the times of the groups 
were difficult. The least cited reasons were practical issues (i.e. venue, cost, and 
being too busy). When split according to the group there were differences in the 
reasons given by the anxiety and self-esteem groups compared to the anger 
management group.
Couclusious: The limitations and clinical implications of these findings and some 
possible alternative services are critically discussed.
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Introduction
Non-attendance at therapeutic appointments in the National Health Service (NHS) is a 
great source of concern, and the National Service Framework for Mental Health 
(Department of Health, 1999) says that it is important services ensure the safety of 
individuals, their carers and the public, if that person does not engage. When service 
users do not attend (DNA) appointments it places strain on resources and 
demonstrates that services are not catering for users’ needs, or that service users do 
not understand what or why they are attending. It can lead to potential cost to the 
service user through losing a beneficial service, loss for others requiring services 
(Taylor & Smith, 2004) and can be demoralising for therapists (Startup, 1994).
There have been studies that have examined factors associated with the likelihood of 
DNAs in clinical psychology departments, outpatient clinics and GP surgeries. Most 
studies were retrospective quantitative analyses of service user records looking at a 
range of variables. Associated factors have included gender, age, type or severity of 
diagnosis (Awenat et al, 2002), socio-economic status (Sharp & Hamilton, 2001), 
other demographic factors, and even the time of year (Taylor & Smith, 2004). 
However, findings have been inconclusive and vary according to the setting and 
population (Goode, 1997).
In order to develop effective interventions to increase attendance, it is important to 
investigate service users reasons for not attending and rather than highlighting factors 
that are not changeable. There are currently few studies which have asked service 
users their reasons for non-attendance. There have been questionnaire-based studies 
which looked at people who terminated therapy early or ‘drop-outs’ (Hughes, 1995).
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However, drop-outs may have different reasons to those who DNA. There are 
inherent problems around asking people who DNA to return a questionnaire. They 
may be disillusioned by long waiting times, or the rigidity of appointments. In 
addition, they may have other problems associated with their mental health difficulties 
i.e. they may be disorganised, distressed, anxious, or depressed.
Anderson and White (1994) used a postal questionnaire to examine the reasons why 
people did not opt in or DNA appointments in a psychology service. Individuals were 
asked to tick as many of the statements they wished. There was a 25 percent response 
rate (69/274), and individuals gave a number of different reasons for not attending.
The main reasons were: The length of wait (N=48); Worry about what treatment 
would entail (N=30); Embarrassed to discuss their problems with a psychologist 
(N=33); Lack of knowledge about psychologists (N=27); Fear of being labelled “silly” 
or “mad” (N=27); Thought the problem would resolve itself (N=15). In addition, 45 
said they had improved since referral, by talking to family or friends, taking 
prescribed medication and obtaining other professional help.
The above results suggest that improvements could be made to services to decrease 
DNA and opt out rates. Herlihy et al (1998) found that providing self-help material 
was a usefril way to cope with DNA rates and waiting lists. Anderson and White 
(1994) suggest providing information about psychologists, and what will happen at the 
appointments, and providing “advice and walk-in clinics” for a more rapid 
intervention (found to be effective by White, 1998). Fruin and Denham-Vaughan 
(1999) found self-help was useful when given at a secondary rather than a primary 
care level, and benefited from a phone-in line.
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One of the most effective interventions to improve DNA rates and reduce waiting 
times is the use of an opt-in system i.e. a person saying whether they wish to be given 
an appointment (Markman & Beeney, 1990). There have been mixed results 
regarding giving people information about the service in relation to improving DNA 
rates (Spector, 1988) although user satisfaction did increase (Startup, 1994). Giving 
service users information about the high rate of DNAs was not found to decrease 
DNA rates (Fox & Skinner, 1997).
A difficulty with Anderson and White’s (1994) study was that it had a poor response 
rate to the postal survey. This is a common problem, with typical response rates of 
30-60 percent, with post-therapy rates often falling below 25 percent (Viljoen & 
Wolpert, 2002). There have been a number of studies examining methods of 
increasing response rates to postal questionnaires (Edwards et al, 2002; Viljoen & 
Wolpert, 2002; Weathers et al, 1993; Yammarino et al, 1991). Findings include: 
ensuring anonymity and confidentiality, using personal identification numbers, 
prenotification of the questionnaire; second mailings (of the questionnaire) or a 
reminder. Also the length of the questionnaire should be shorter than four pages and 
use coloured paper (i.e. yellow or green) and even coloured ink. In addition, 
enclosing a personalised cover letter (hand signed) that includes appeals, monetary or 
other incentives, first class postage on the outgoing mailing, and a stamped addressed 
envelope (SAB; with a first class stamp) often increases response rates. Finally, 
ensuring that the questionnaire is of interest, and does not contain sensitive questions
is important.
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Group approaches to psychological difficulties have been found to be effective 
(White, 1995). However, most of the studies on non-attendance have focused on 
individual therapy, specifically within psychology. Therefore, it seems likely that 
there will be different reasons for groups run by occupational therapists (OTs).
Within this particular service there was concern about the high DNA rate in 
therapeutic groups, which was 58 percent (107/186). This is sigmficantly higher than 
previous DNA rates for general mental health services, which tend to fall between 25 
and 40 percent (Aubrey et al, 2003; Fox & Skinner, 1997). The objective of this 
study therefore was to find out the reasons people give for non-attendance at 
therapeutic groups, and what alternative services they would prefer.
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Method
Participants
There were 99 records of invitations (total of 91 participants, some were invited to 
more than one group), and they were service users of a PCMHT who either DNA or 
declined groups for Anger Management (6 weeks), Self-Esteem (6 weeks), and 
Anxiety Management (2 weeks) run by two OTs, between May 2004 and January 
2005. Five (out of 186 invited to the groups) were excluded because they were 
considered drop-out, therefore they attended at least the first session. A service user 
was classified as a non-attender if they cancelled or DNA the first session, because 
due to the nature of the groups the remaining sessions would not have been beneficial
to them.
Measures
A two-page questionnaire was designed based on a draft questionnaire put together by 
a clinical psychologist. The questionnaire was based on discussions with one of the 
OTs running the groups, and the team co-ordinator, as well as findings from previous 
studies of reasons why people DNA.
The cover letter explained the purpose of the study, that there would be a second 
mailing, that the survey was anonymous and confidential, and emphasised that access 
to services would not be affected. If they had any concerns they were invited to 
contact the researcher. The questionnaire comprised two questions: firstly asking their 
reasons for not attending, and giving 16 options; secondly, asking if they would be 
interested in receiving any alternative services, and giving them five options.
I l l
Respondents were asked to rate in order the importance of each reason/service to 
them.
Procedure
I consulted the team about the most relevant and beneficial topic for the service. 
Participants were sent a cover letter (see Appendix A) and the two-page questionnaire 
(see Appendix C). Included was a SAE (with a first class stamp), to increase response 
rates, and all non-responders were followed up with an additional mailing three weeks 
later with a second cover letter (see Appendix B), the questionnaire and a SAE. The 
questionnaire was printed on green paper, the questionnaires were sent by first class 
post, and the cover letters were personalised and hand signed. In addition, there was a 
retum-address on the back, to ensure that any undelivered questionnaires would be 
returned.
Ethical considerations
The information was kept strictly confidential, by numbering the questionnaires, and 
by keeping the list of numbers strictly for sending follow-up questionnaires. In 
developing the questionnaire draft copies were submitted to both the umversity and 
trust’s head of research for approval, and ongoing drafts were read by both my 
placement and university supervisor and the professionals involved in the group. A 
number of amendments were made to both the cover letter and questionnaire.
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Results
In the first mailing 99 questionnaires were sent, 27 returned. In the second mailing 72 
questionnaires were sent, 16 returned. Eleven people no longer lived at that address. 
Three people had attended and were not happy (because they did not like the group, 
no one else turned up, or the venue was closed). The response rate was 34 percent (34 
correct questionnaires). Fourteen questionnaires (14%) were returned for other 
reasons, therefore 52 percent did not respond.
Only a third (14/34) ranked their responses according to importance, and from 
examining the range of responses (which were quite scattered) there was not any value 
in analysing these responses. Therefore, results were analysed according to how many 
ticked each response, rather than what importance they assigned that reason.
Reason for DNA No. ticked
(Approx.
proportion)
Reason for DNA No. ticked
(Approx.
proportion)
Did not receive invitation 4 (-1/9) Too busv to attend 6 (-1/6)
Did not want to discuss difficulty with 
other group members
11 (-1/3) Could not afford travel costs 1 (1/34)
Wait for group too long 8 (-1/4) Dislike group activities 8 (-1/4)
Improved after referral 9 (-1/4) Times not convenient 8 (-1/4)
Did not know what group involved 7 (-1/5) Venue not convenient 2 (1/17)
Made me feel mad 4 (-1/9) Referral inappropriate 5 (-1/7)
Made me feel sillv 7 (-1/5) Other reason 7 (-1/5)
Felt too anxious 9 (-1/4) Wanted one-to-one 4 (-1/9)
Did not think it would do any good 6 (-1/6)
The most commonly cited reasons why people DNA were because: they disliked 
group activities; the wait for the group was too long; they improved after being 
referred; they felt too anxious to attend; the times were not convenient. The least cited 
reasons were practical issues (i.e. venue, cost, and too busy).
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Table 2. Number who ticked each alternative service
Alternative service Number ticked (Approx. proportion)
Self Help Material 15 (-1/2)
Coming to a Walk-in Clinic 11 (-1/3)
Half or Full Day Workshop 12 (-1/3)
A 6-8 Session Group (Anxiety Management only), 6 (-1/6)
A Telephone Counselling Service 7 (-1/5)
The main alternative service that people wanted was self help material. The next most 
popular alternatives were either a halfrfull day workshop or a walk-in clinic.
Table 3. Number per group who ticked each reason for DNA
Reason for DNA No. ticked (Approx. proportion)
Anger Anxiety Self esteem
Invitation not received 1 (1/8) 2 (1/10) 1 (1/6)
Did not want to discuss difficulty with other group 
members
1 (1/8) 7 (-1/3) 3 (1/2)
Wait too long 3 (-1/3) 5 (1/4) 1 (1/6)
Improved after referral 3 (-1/3) 4(1/5) 1 (1/6)
Did not know what group involved 1 (1/8) 4(1/5) 1 (1/6)
Made me feel mad 0 4(1/5) 0
Made me feel silly 1 (1/8) 5 (1/4) 1 (1/6)
Too anxious 0 6 (-1/4) 2(1/3)
Did not think it would do any good 1 (1/8) 5 (1/4) 1 (1/6)
Too busy to attend 4(1/2) 2 (1/10) 0
Could not afford the travel costs 0 0 1 (1/6)
Dislike group activities 0 6 (-1/4) 2(1/3)
Times not convenient 3 (-1/3) 4(1/5) 1 (1/6)
Venue not convenient 1 (1/8) 0 1 (1/6)
Referral inappropriate. 1 (1/8) 3 (-1/10) 1 (1/6)
Other reason 1 (1/8) 5 (1/4) 1 (1/6)
Wanted one-to-one 0 3 (-1/10) 0
Total 8 20 6
When split by group, there were interesting differences in the reasons between the 
groups. People who DNA anger management said they were too busy to attend, the 
wait for the group was too long, they improved after being referred, and the times 
were not convenient. People who DNA anxiety management and self esteem mainly 
did not want to discuss their difficulties with other group members, did not like group
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activities, and were too anxious to attend. Given the small sample size when split into 
groups these results must be interpreted with caution.
Table 4.
Alternative service Number ticked per group (Approx. 
proportion)
Anger Anxiety Self esteem
Self Help Material 3 (-1/3) 9 (-1/2) 3 (1/2)
Coming to a Walk-in Clinic 2(1/4) 7 (-1/3) 2(1/3)
A Half or Full Day Workshop 2(1/4) 5 (1/4) 5 (5/6)
A 6-8 Session Group (Anxiety 
Management Only),
0 4(1/5) 2 (1/3)
A Telephone Counselling Service 1 (1/8) 5 (1/4) 2(1/3)
Total 8 20 6
When split into groups for the second question the results were similar to the total 
responses, except that the self-esteem group overwhelmingly wanted a half or full day 
workshop, followed by self-help and then the other three jointly.
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Discussion
One of the main reasons people DNA was because they disliked group activities. This 
may indicate a need to assess people before the group to find out whether groups are 
appropriate. It may be interesting to survey the opinions of professionals who refer to 
the groups. Specifically what they think the groups involve, how useful they think 
they are, and what they think the referral criteria are.
A quarter of people said the wait for the group was too long and that they improved 
after being referred. This is common in other studies (Anderson & White, 1994), and 
is a lower spontaneous remission figure than previous studies, which have quoted 
between 37-78% (Subotnik, 1972). This has implications for waiting lists, that if 
possible there should not be one, or if there is, people should be contacted nearer the 
time of the group, and asked to opt in.
A quarter of people said they felt too anxious to attend, which could Imk into not 
liking group activities, or not knowing what the group involved (which a fifth of 
people ticked), or could just be that their anxieties were too high. This could be dealt 
with by checking whether group activities were appropriate, by giving people more 
information and by supporting them to attend.
Interestingly, practical issues (i.e. venue, cost, and being too busy) were the least cited 
reasons. However, the times of the groups was a main reason for not attending, as 
most people worked during the day or had other commitments and would prefer an 
evening or weekend group.
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When split according to group, it was interesting to see that the anger group had 
different responses (practical reasons) to the anxiety and self-esteem groups (anxiety 
and dislike of groups). These responses are what you would expect from these client 
groups. However, this suggests that when attempting to combat DNAs it may be 
useful to tackle the groups separately.
Out of all of the original sample, seven people had been invited to more than one 
group, and had not attended, therefore accounting for 15 of the 99 DNAs. This raises 
questions about why they had been referred to so many groups. One reason could 
have been that professionals were not sure what else to do vrith these complex clients. 
Further investigation is needed.
The questionnaire seems to have reasonable content validity. As it tapped into most 
of the reasons relevant to this client group, because none of the questions got zero 
ticks. However, perhaps the questionnaire could have been more valid if I had 
consulted with service users when constructing it. Without previous research in this 
area, it is difficult to determine if the findings are reliable.
Approximately a tenth of the questionnaires (10/99) were returned because the person 
no longer lived at that address, even after attempting to find the correct addresses for 
questionnaires returned. This represents a significant number of people who may not 
have received an invitation to attend. Therefore, it may be important to put a ‘return 
address’ on the back of the envelope to ensure that if the invitation letter cannot be 
delivered then we can attempt to find the correct address. In addition, a number of 
respondents had attended the group (3/99). Demonstrating that DNA records also
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may not be accurate. This is understandable given the large number of groups; 
however, accurate record keeping is an important service issue.
It was a postal survey, and therefore had a lower response rate than a face-to-face 
survey. Just over a third of people responded, which is a slightly higher rate than 
expected according to previous postal surveys. But, this still raises issues about the 
representativeness of the sample. However, the fact that this third actually responded 
shows that they are engaged enough to have been potential service users.
If I were to repeat this study in another service, I would add demographic questions to 
the questionnaire, to see whether there are any other correlations within these 
variables. I would also structure the questionnaire so that people could only rank the 
answers, so that I might be able to analyse the importance of these reasons. I would 
also send the questionnaires out immediately after the missed appointment to increase 
response rates.
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Conclusion
In conclusion, this study found that there were a few main reasons why people DNA 
therapeutic groups: disliking groups, waiting too long/improving after referral, feeling 
too anxious, and inconvenient times. This leads to a number of possible suggestions 
about improvements to the service, particularly around setting up a standard 
assessment procedure for all referrers, providing information on groups, and having an 
opt-in system. This study also raised issues around accurate record keeping.
Although the sample size was small, this study has provided some interesting ideas for 
future service enhancement for this service. Possible suggestions for further 
investigation could be to survey professionals to find out what they think the groups 
involve, what they think the criteria for referral is, and how effective they think the 
groups are, and also to examine the characteristics of individuals referred to multiple 
groups.
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Appendix A: Cover letter for first mailing
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Name
Address
Ref
Date
Dear
Re. Survey of vour opinion of th e .................... group run by
You may remember that you ivere invited to join a n .............. group o n ...............and
you did not attend. It would be of great help to us to know your reasons for not 
attending.
As a service, we are continually trying to improve what we offer to clients and we are 
concerned if people do not feel able to attend what we provide. We would be gratefiil 
if you would give us your honest opinion.
As a result, we are asking all those who decided not to come to th e ................. Group
to complete the enclosed questionnaire and return it to us in the stamped addressed 
envelope provided. We will be sending out a second mailing, to those who do not 
reply. The return envelopes are numbered, in order for us to ensure that we do not 
send out a second mailing to people who have already replied. I (xxxxx xxxxx) am 
the only person who has access to the list with the names and numbers on it, and after 
the second mailing it will be destroyed. This survey will be anonymous and will not 
affect any future access to services.
We anticipate that it will only take five minutes to complete and we would be 
extremely grateful to you for anonymous feedback. The survey needs to be completed 
by 28.04.2005, questionnaires received after this date will not be included in the 
survey.
If you have any questions about this then please do not hesitate to contact me on 
xxxxx xxxxxx.
Yours sincerely
xxxxxxx xxxxxxxx Supervised by Dr xxxxxx xxxxxx
Trainee Clinieal Psychologist Clinical Psychologist
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Appendix B: Cover letter for second mailing
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Name
Address
Ref
Date
Dear
Re. Survey of vour opinion of th e .................... group run by
This is a second automatic mailing for the above survey. Please ignore this if you 
have already completed and returned a questionnaire.
You may remember that you were invited to join a n .............. group o n ...............and
you did not attend. It would be of great help to us to know your reasons for not 
attending.
As a service, we are continually trying to improve what we offer to clients and we are 
concerned if people do not feel able to attend what we provide. We would be grateful 
if you would give us your honest opinion.
As a result, we are asking all those who decided not to come to th e ................. Group
to complete the enclosed questionnaire and return it to us in the stamped addressed 
envelope provided. Thé return envelopes are numbered. I (xxxxxxx xxxxxxxx) am 
the only person who has access to the list with the names and numbers on it, and after 
this mailing it will be destroyed. This survey will be anonymous and will not affect 
any fiiture access to services.
We anticipate that it will only take five minutes to complete and we would be 
extremely grateful to you for anonymous feedback. The survey needs to be completed 
by 28.04.2005, questionnaires received after this date will not be included in the 
survey.
If you have any questions about this then please do not hesitate to contact me on 
xxxxx xxxxxx.
Yours sincerely
xxxxx xxxxxxxx Supervised by Dr xxxxxx xxxxxxx
Trainee Clinical Psychologist Clinieal Psychologist
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Appendix C: Questionnaire
126
Survey of your reasons for not attending the   Group
1. Please tick all the boxes that are relevant to your decision not to attend the
.............Group, and then rate next to the tick how important this reason was to
you out of all the reasons you have given (e.g. 1 is most important, 2 is next most 
important, 3 is the next most important, etc.), including answers for question 1 on 
the next page.
Rating
□ .....  I did not receive an invitation to attend:
If so, would you still like to attend: 0  Yes 0  No.
□  .....  I do not want to discuss my difficulty with other group members.
□  ...... The wait for the group was too long.
□  .....  My difficulties improved after being referred.
□  .....  I did not know what was involved in the group.
□  .....  Thinking about going to the group made me feel as if I was mad.
□  ...... Thinking about going to the group made me feel as if I was silly.
□  ...... I felt too anxious to attend.
□  ...... I did not think it would do any good. If so, why?.......................................
□  .....  I was too busy to attend.
□  .....  I could not afford the travel costs.
□  ...... I do not like group activities.
□  .....  The times offered were not convenient to me. If so please suggest
alternatives that are more convenient:.............................................................
P.T.O.
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Rating (ctd.)
□  ...... The venue is not convenient to me. If so, do you have any suggestions?
□ ...... I did not think the referral was appropriate for my difficulties.
□  ...... Other reason for not attending the group, please comment:....................
2. Would you have been more interested in receiving/attending any of the following? 
Please tick to indicate “yes”. Then rate next to the tick which of these items 
would be the most important out of all the items (e.g. 1 is most important, 2 is next 
most important, 3 is next most important, etc.).
Rating
□  ...... Self Help Material
□  .....  Coming to a Walk-in Clinic
□  .....  A Half or Full Day Workshop
□ .....  A 6-8 Session Group (Anxiety Management Only)
□  ...... A Telephone Counselling Service?
Thank vnu verv much for completing the questionnaire.
Please return it to xxxxxx xxxxxxx (Trainee Clinical Psychologist) xxxxxxx 
PCMHT., in the stamped addressed envelope provided.
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Appendix D: Letter confirming feedback to service
129
13 June 2005
To whom it may concern
Dear Sir/madam,
Re: 'An evaluation of reasons for DNA's (did not attend) in
therapeutic groups based In a Primary Care Mental HealthTeam'
Author ; Miss Joanne Wallington
I am writing to confirm that on the June 2005, Miss Wallington made a 
presentation to the ~  s Primary Care Mental Health Team, feeding 
back to the team  the results of her service related research project.
The results v/ere well presented and the project produced som e interesting 
findings that will direct and inform the v/ay in which we co-ordinate our group 
related therapies. It w as truly a valuable piece of local research.
Yours sincerely,
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Appendix E: Ethical scrutiny form
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University of Surrey
P sy c h D C lin ic a l  P sy c h o lo g y
Service Related Research Project 
Ethical Scrutiny Form
The nature of the proposed project is such that I am satisfied that it will not require scrutiny 
by the trust’s ethical committee.
Name of Field/Placement Supervisor;  ,
Signature of Field/Placement Supervisor:...........
Name of Trainee:
Tille of SRRÎ: ..ljÆ~..£ilALüliiI.Qhi..o£...XUé...ÂâÈiOiii5. ji}.l:ly......
ArKÛ()P‘i P>hi>6P  /VU A  £o3M.Tj.................................
Date
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ABSTRACT FOR GROUP QUALITATIVE RESEARCH PROJECT
Title:
Dr Stereotype?: A Interpretive Phenomenological Analysis of a groups views of 
therapists and psychologists in film.
Aim:
The aim of this current study was to examine people’s perceptions and thinking about 
psychologists in films, particularly whether they viewed psychologists as being 
stereotyped.
Method:
Participants:
Five participants (2 male, 3 female, aged between 20-32 years) took part in a focus 
group. Selection criteria: participants were non-psychologists and had not studied 
psychology at degree level.
Focus Group:
The five participants met together with two facilitators to talk about their experience 
of psychologists in film, within a private, distraction-free room at the university. The 
focus group aimed to elicit the subjective experience of the participants, and a semi­
structured schedule was used. The interview style was based around the principles of 
the counselling interview (Coyle, 1998). The focus group was recorded using 
audiotapes, and lasted approximately 60 minutes. The tape was then transcribed 
verbatim.
Analytic Strategy:
An interpretive phenomenological analysis (IPA) approach (Smith et a l, 1999) was 
used to analyse the data. This approach captured participants’ perceptions as opposed 
to empirically ‘perfect’ data. The content of transcript was analysed using the method 
described by Smith et al. (1999), which involves examining the transcript for master 
themes and sub themes.
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Analysis:
Five master themes were identified following analysis of the transcript:
•  General stereotype of the shrink;
•  Movies vs. Reality (themes relating to participants’ awareness that the 
portrayal of psychologists in film is not realistic);
•  Therapeutic Relationship;
•  Difficulty identifying psychologists in films;
•  Performance anxiety of participants.
Limitations:
There were some limitations to our study. A number of assumptions were made by the 
researchers on conducting this research e.g. that psychologists are stereotyped in 
films, and that this is an opinion shared by other psychologists, and this assumption 
may have affected how the research was conducted. One methodological limitation 
was that the study used a small, convenience sample.
Further research:
To determine whether psychologists in films shape people’s views of real-life 
psychologists and how this may influence the likelihood of people seeking 
psychological help. To investigate representations of psychologists in other forms of 
media, for example, books, television programmes, newspapers.
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An investigation of the reliability and validity of a questionnaire examining beliefs 
about autism in direct care staff working with individuals with a learning disability.
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ABSTRACT
Objective: To develop a valid and reliable questionnaire to measure beliefs about
autism in care staff vyorking with people with learning disabilities.
Procedure: Items for the Autism Beliefs Questionnaire (ABQ) were generated by:
carrying out a thorough literature review, running a consultative meeting of clinical 
psychologists, getting experts in autism and an expert in psychometrics to make 
quantitative judgements about ABQ items, and conducting a pilot study with care staff. 
Then the ABQ was administered to care staff and experts, with test-retest data 
obtained 2-4 weeks later.
Participants: Ninety-four care staff and 12 experts were administered the ABQ and a 
demographic questionnaire, and 60 care staff and 8 experts completed the second 
administration.
Statistical analysis: Factor analysis was performed on the ABQ data. The 
relationship between individual ABQ items and demographic factors (type of service, 
experience of autism, and training in autism) were assessed using Kruskal-Wallis and 
Mann Whitney tests. The test-retest reliability of ABQ items was examined using 
Kendall’s tau correlations.
Results: Factor analysis of the ABQ revealed no clear underlying factorial
structure, even following removal of items. Twenty-seven ABQ items were found to 
have poor to acceptable test-retest reliability. On 14 items there were significant 
differences between experts and care staff (with differing levels of training in, and 
experience of, autism), demonstrating that the ABQ seemed to have reasonable 
concurrent validity. Finally, a revised version of the ABQ was produced for use as an 
evaluative tool for staff training and for research purposes.
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INTRODUCTION
This study is about developing a reliable and valid measure to evaluate beliefs about 
autism in care staff looking after adults with learning disabilities. Section 1 of the 
introduction presents information about why beliefs about illness or disorder are 
considered to be of importance both for individuals and carers. Section 2 gives an 
overview of models of beliefs. The next few sections of the introduction, after 
defining autism (section 3.1), consider why beliefs about adults with autism are of 
particular interest, namely because:
i. Autism is a relatively new condition and knowledge of it has changed and 
developed rapidly over the last sixty years (section 3.2),
ii. Research with parents, carers, and professionals working with children with 
autism has shown that there are misconceptions about autism that may influence 
treatment uptake and adherence (section 4),
iii. Prevalence rates of autism are increasing (section 5), as are the number of 
people with learning disabilities. Therefore by implication there are increasing 
numbers of people with learning disabilities and autism in residential homes, 
being cared for by staff with very little training, and this is likely to impact on 
the appropriateness of care provided.
iv. There are a number of autism-specific training packages available, but there is a 
dearth of tools to evaluate the impact of training on changing beliefs (section 6).
Having established this area of study is important, the introduction moves on to 
review what measures are available (section 7). The flaws in these measures led to 
this study to develop a reliable and valid questionnaire (sections 8,9,10, and 11).
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1 Why are beliefs about disorders important?
“Beliefs are pre-existing notions, different from other sources of knowledge in that 
they typically involve strong personal endorsement for a proposition considered true 
and beyond further inquiry. . .  A critical feature of belief is the latent capacity to 
influence behaviour and cognition and govern the way people think and act.
According to Dennett (1987), beliefs can be considered as the inner causes that 
provide for describing and predicting a person’s behaviour (what he calls ‘taking the 
intentional stance’) -  to say that someone believes something is to say that someone is 
disposed to behave in certain way under certain conditions” (Halligan, 2007, p.358).
1.1 Beliefs held by individuals may affect tbeir presentation and response to 
treatment
The beliefs that people hold about their illness, particularly its nature and presentation 
affect how they cope and deal with it (Bates et ah, 1997). Specific beliefs may 
prevent an individual from adhering to treatment regimes or from engaging in active 
and adaptive coping strategies e.g. belief in a medical cause of depression may lead to 
better adherence to medication, but less adherence to psychological therapies, and less 
active coping (Adams & Scott, 2000).
1.2 Beliefs beld by carers or professionals may affect treatment/care offered
“Having a belief changes the way evidence is collected and evaluated (Reisberg et ah, 
2003). The tendency to evaluate incoming evidence in support of current beliefs can
have serious consequences Such preconceptions can also influence symptom
interpretation by clinicians” (Halligan, 2007, p.359). Different types of beliefs may be 
associated with certain helpful or unhelpful behaviours in parents, carers and 
professionals working with children vdth autism. For example, a belief that autism is 
caused by cold parenting may stop professionals treating the child with autism, or a 
lack of belief in the efficacy of educational programmes may prevent early 
intervention and in turn impact on future functioning. Finally, if individuals are
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advised to use a treatment for the person with autism that they do not believe in, then 
they are less likely to adhere to it or may advise others against it.
Specific beliefs may prevent carers or care staff working with people with learning 
disabilities from implementing interventions effectively, particularly if they believe 
that the person’s behaviour results fi*om a medical condition (Bromley & Emerson, 
1995). This is demonstrated by the fact that “there is evidence that staff who find 
behavioural interventions more acceptable may be more willing to cany them out” 
(Reimers et al., 1992, as cited in Dowey et a l, 2007, p.53). In addition, certain beliefs 
(e.g. that a person’s behaviour is due to a character trait, rather than caused by a 
condition like autism) may reduce the probability of carers seeking external opinion or 
support (Hastings & Remington, 1994).
2 Ovèiriêw of theoretical models of beliefs
A number of models of beliefs have been proposed, which have been linked with 
illness related behaviour and coping in people with mental or physical illness and their 
carers or professionals. What follows is a review of some of these models.
2.1 Health Belief Model (HBM)
The HBM (Rosenstock, 1966) purports that the likelihood of preventive health 
behaviours can be predicted by a set of beliefs. These beliefs include an individual’s 
perception of their susceptibility to illness, the severity of the illness, the costs and 
benefits of the behaviour, cues to action-- either internal (e.g. a symptom) or external 
(e.g. health information), health motivation -  readiness to be concerned about health 
matters, and perceived control (Ogden, 2004).
Several studies have supported the predictions of the HBM, including general review 
articles of preventive health behaviour (Janz & Becker, 1984), and studies which 
examined smoking prevention (Flay, 1985), breast examination (Wyper, 1990), 
attending health appointments (Norman & Fitter, 1989), and dietary compliance -
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with associations found between the health beliefs of mothers and weight loss in their 
children (Becker et a/., 1977). These studies have found links with a person’s (or their 
relative/carer’s) perceptions (e.g. of susceptibility, severity, and benefits versus costs) 
and their health behaviour (Buscemi, 2003).
In addition, studies have examined how the HBM predicts medication adherence in 
people with mental health problems e.g. schizophrenia. These found that the HBM 
explains much of the variance in adherence behaviour (Adams & Scott, 2000), and 
that the HBM is a better predictor of medication adherence than measures of insight 
(Budd et a l, 1996). The factors that have been found to influence compliance were 
those that affected patients’ beliefs about: their illness, the benefits of treatment, 
perceived costs of treatment e.g. medication side effects, and barriers to treatment 
(Perkins, 2002). However, the HBM was found to be only modestly useful in 
predicting compliance with medication in people with mood disorder (Cohen et a l, 
2000).
2.2 Illness Beliefs Models
Illness belief (or cognition) models (Leventhal et a l, 1992; Leventhal et a l, 1980) 
propose that patients’ implicit common sense beliefs about their illness provide them 
with a fi'amework for coping with and understanding their illness (Ogden, 2004). 
Beliefs about illness fall into five main categories: identity (the label and symptoms of 
the illness), cause (simple or complex), time-line (how long the illness will last), 
consequences (effects and outcome), and cure/control (how one recovers firom, treats, 
or controls the illness). An illness belief is guided by three basic sources of 
information: general information fi-om previous social communication and cultural 
knowledge of the illness; information fi*om the external social environment e.g. 
significant others or authoritative sources; current experience e.g. symptomatic 
information based on perceptions and previous experiences and knowledge of the 
effectiveness of coping strategies (Hagger & Orbell, 2003).
Personal beliefs about illness or physical health problems have been studied in the 
health psychology literature, and have been found to be associated with behaviours
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such as coping responses and help-seeking behaviours (Hagger & Orbell, 2003). 
Specifically, “illness representations have been shown to be related to the decision to 
seek health care (Leventhal et al, 1992), compliance with medical advice (Leventhal 
et al, 1980), as a predictor for returning to work (Lacroix et al, 1991), and as a 
predictor of success in coping with chronic illness (Hampson et al, 1990)” (Heijmans 
& De Bidder, 1998, p.486). In a study that looked at illness beliefs in patients 
suffering fi-om chronic illnesses (chronic fatigue syndrome and Addison’s disease), 
links were found between specific cognitions and types of coping/adjustment to their 
illness. For example, chronic fatigue syndrome patients believed in a biological 
explanation, which predicted higher levels of impairment and less active coping 
strategies (Heijmans & De Bidder, 1998).
In order to research further into beliefs about illness, the ‘Illness Perception 
Questionnaire’ (IPQ) was developed (Weinman et a l, 1996) based on illness beliefs 
models, and was fiirther revised recently (IPQR - Moss-Morris et a l, 2002). The IPQ 
and IPQR have been used in a number of studies examining individuals’ perceptions 
of both physical and mental health problems e.g. depression (Brown et a l, 2001) and 
schizophrenia (Talley, 1999), and have fiirther supported the validity of Leventhal’s 
model of illness cognitions and its fink with emotional and coping responses e.g. 
treatment related behaviour, active coping strategies, treatment planning, medication 
adherence (Brown et a l, 2001). Studies have also found that beliefs in carers/relatives 
and professionals about their patient/relative’s illness affect patient outcome and 
treatment adherence, as well as how they interact with them and care for them 
(Lobban et a l, 2003). In particular, a study examining the illness representations of 
relatives of people with schizophrenia found that relatives who had beliefs that the 
illness was more chronic and severe, who had a stronger illness identity, who had less 
belief in treatment control, and a stronger belief that their relative could exert control 
were found to experience more distress, and to use less active coping, acceptance, and 
positive refiraming, and more coping through self-blame (Fortune et a l, 2005).
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2.3 Attribution theory
A recent application of attribution theory is Weiner’s theory of helping behaviour 
(1985), which has been extensively studied for its relevance to care staffs causal 
beliefs about the challenging behaviour (e.g. self-injury, physical and verbal 
aggression, property destruction, etc.) of people with learning disabilities (e.g. 
Hastings et al., 2003; Noone et al., 2006). Weiner proposed that causal beliefs have 
three dimensions: the locus (whether the cause is internal or external), stability (is the 
cause stable or not), and controllability (how much it is under an individual’s control). 
He believed that these dimensions influence the emotions experienced, e.g. anger may 
be experienced when another person’s “bad” behaviour is attributed to a controllable 
cause such as carelessness, whereas pity may be experienced if the person’s behaviour 
is attributed to uncontrollable causes (Fenwick, 1995).
Studies that have examined “expressed emotion” in the relatives of people with a 
diagnosis of schizophrenia have found support for Weiner’s theory (Barrowclough & 
Hooley, 2003). For example Brewin et al. (1991) found that relatives’ perceptions of 
the symptoms as personal to, more internal, and controllable by the person were 
associated with more criticism and hostility. Studies looking at the beliefs of care 
staff about challenging behaviour (CB) in people with learning disabilities have 
provided some support for Weiner’s theory. For example, the type of emotion that 
care staff predicted that they would feel on encountering a person displaying CB has 
been found to be influenced by the type of CB (e.g. self injury and aggression were 
associated with more negative emotions than stereotypy) and participants’ experience 
of CB (e.g. more experienced staff were less disturbed). This may lead staff to avoid 
clients who display CB, therefore inadvertently reinforcing their behaviours (Hastings 
& Remington, 1995). Care staff stress was found to be related to difficulty 
understanding the CB, unpredictable CB, and an apparent absence of a way forward.
Overall, data in support of Weiner’s theory has been mixed (Noone et al., 2006), with 
some studies finding little support for Weiner’s model (e.g. Bailey et al., 2006; 
Wanless & Jahoda, 2002), even if they did find links between staff perceptions and 
their cognitive and emotional responses to CB. However, a recent study by Noone et
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al. (2006) attempted to rectify previous methodological criticisms (e.g. studies have 
been based on theoretical rather than real life situations) by using real client vignettes, 
and they found that care staff were able to make broadly accurate causal attributions 
consistent with the hypothesised functions of the CBs, therefore providing support for 
Weiner’s theory.
Defînitiôhs and contextual issues
3.1 What is autism?
According to the DSM-IV (APA, 1994) and ICD-10 (W.H.O., 1993) criteria (see 
appendix A for full criteria), autism^ is a developmental disorder, the presence of 
which is indicated by symptoms that appear before the age of three, reflecting delayed 
or abnormal development in language/communication and social skills/interaction and 
a restricted, stereotyped, or repetitive behavioural repertoire.
3.2 History of the condition
Knowledge about this condition has changed rapidly over the last 60 years, and the 
areas where there have been the most significant changes are:
i. Ideas about the cause of autism. The hypothesis from Kanner (1943) that
‘refrigerator parents’ cause autism led to parents feeling blamed for their child’s 
condition. Many studies have since found no evidence that abnormal parenting 
practices cause autism (DeMyer, 1975). Studies carried out in the 1990s 
highlighted the importance of genetic factors in autism, and genetic liability has 
been cited as the best established risk factor for autism (Rutter, 2005). There have 
also been advances in understanding the neuropathology of autism, which appears 
to start early in development (Bauman & Kemper, 1994). There is now an 
evidence base which suggests that autism is likely to be due to a range of factors.
 ^The term ‘autism’ will be used in this report as shorthand for all autism spectrum disorders.
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and that non-genetic factors such as prenatal and childhood biological 
complications could be involved (Rutter, 2005).
ii. There was an idea (again from Kanner, 1943) that most parents of children 
with autism seemed to be highly educated, from higher social classes, and from 
professional occupations. This was initially supported as Lotter (1966) found that 
there was a sUght tendency of this kind. However, other studies that have 
examined the occupations and socio-economic status (SES) of parents have not 
found any association, and recent conclusions are that the original findings were 
probably associated with referral bias (Rutter, 2005).
iii. It was proposed that there was a link between autism and schizophrenia 
(Szurek & Berlin, 1956). However, this was disproved by Kolvin (1971) who 
studied autism and schizophrenia and found many differences between them.
iv. Views about treatments have changed from the use of operant approaches 
(Bandura, 1969) in the 1960s, when autism was viewed as a behavioural disorder, 
to more individual treatment strategies in the 1970s, with the introduction of 
structured educational programmes and parental involvement. In the 1980s, 
researchers started to understand better the challenging behaviours often 
associated with autism, and their communicative function (Howlin, 2004). More 
recently the social model of disability (Campbell & Oliver, 1996) has been 
adopted to autism. This model moves the focus away from the person to explore 
how barriers are constructed by society that can disable that individual. This has 
led to greater emphasis on changing the environment so that it is enabling for 
individuals with autism, and can support them to have a better quality of life 
(Aylott, 2000).
V . The cognitive profile of autism has been more fully explored, and there are a 
number of theories to explain it e.g. theory of mind (Baron-Cohen et al., 1985), 
central coherence theory (Happe, 1996), and executive function theory 
(Pennington & Ozonoff, 1996). This understanding has led to revisions in the 
diagnostic criteria to reflect these changes in research and knowledge.
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In summary, over the last 60 years there have been rapid changes in our knowledge 
and understanding of autism. Many different theories have been proposed about 
autism and the diagnostic criteria have been revised and expanded over this time to 
reflect these changes. It is therefore possible that many professionals may struggle to 
keep up-to-date with these changes, leading to beliefs based on outdated research, 
which may in turn affect diagnosis, treatment, and behaviour towards people with 
autism (Heidgerken et al., 2005).
4 Common misconceptions about autism
The changes in the diagnostic criteria and in knowledge about the causes, treatments 
and cognitive profile of autism (outlined in Section 3 of this introduction) are likely to 
contribute to the beliefs about autism held by carers and professionals involved with 
people with autism. These rapid changes in knowledge and understanding of autism 
will have made it more difficult for people to keep up-to-date with current thinking, 
and increase the likelihood that they will hold misconceptions about autism. This is 
demonstrated by the fact that despite increasing numbers of people with autism there 
are still a number of misconceptions prevalent amongst both carers and professionals 
based on outdated research. Below is a summary of the findings of studies that have 
explored beliefs and knowledge about autism in professionals, parents, and the general 
public, highlighting some common misconceptions.
4.1 Beliefs in ‘lay’ people
Fumham and Buck (2003) designed a questionnaire to examine beliefs and knowledge 
of autism in participants (from the general public) with varying levels of experience 
with autism. They found that agreement with biomedical (e.g. ‘brain abnormalities’) 
theories of aetiology were significantly higher than psychogenic (e.g. ‘bad 
upbringing’) theories. However, they found that psychogenic treatments (e.g. 
‘providing a warm and loving environment’) seemed to be preferred to biomedical 
treatments (e.g. ‘using prescribed drugs’), although this was not a significant
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difference. They also found that there was a coherent model for cause and treatment, 
with significant correlations between both the biomedical and psychogenic models. 
With regard to treatments, participants believed that one-to-one behaviour therapy was 
a much more effective way of treating autism than the idea that having a belief in God 
would help to overcome autism.
They did not find any evidence that previous experience of autism led to any 
differences in beliefs about autism. However, they did note that a range of individual 
factors (religiousness, interest in mental illness, age of participant, and knowledge of 
autism) predicted endorsement in different types of beliefs measured by the lay belief 
questionnaire. Specifically, lower age and less knowledge about autism predicted 
more belief in psychogenic cause and treatment of autism. More religious participants 
were found to be more likely to believe that problems in pregnancy contributed to 
autism and that the environment was important in treatment. Participants who were 
more interested in mental illness were less likely to believe in the role of genes in the 
cause of autism and the importance of drugs in treatment.
4.2 Beliefs in parents
Harrington et al. (2006) assessed parental beliefs about the aetiology, diagnosis, and 
treatment of autism. They gave a questionnaire to 62 parents of children diagnosed 
with autism. The questionnaire asked about the process of diagnosis including any 
delays, how confident parents were in their physician’s ability to diagnose autism, 
their use of medications or alternative therapies, and whether they believed in any 
particular causes of their child’s autism. They found that most parents were not 
confident in their physician’s abilities (their confidence decreased based on the time 
they had to wait for a diagnosis), most had used some form of alternative therapy, and 
most expressed a belief in one or more causes of their child’s autism. The causes 
cited were: immunisations, genetic predisposition, exposure of the mother or child to a 
difficult environment, early childhood illness/injuiy, pregnancy complications, and 
antibiotic or medication taken by the child. Harrington et al. believed that in order to 
best serve children with autism their family physicians needed to understand parents’ 
beliefs about autism. They said that in particular certain beliefs and mistrust in their
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physician might lead to parents not following their recommendations. This was 
evidenced by the fact that beliefs in a specific cause of autism were associated with a 
change in their attitudes toward providing healthcare for their child e.g. parents who 
suspected that there was a specific cause of their child’s autism were more likely to 
delay or refuse immunisations, to increase their use of complementary and alternative 
medicine, to lose trust in routine care, and were more likely to seek specialists (rather 
than their physician) for care.
A recent review examined the literature looking at the role of culture (e.g. nationality, 
race, or ethnicity) in treatment decisions, including the role culture may play in the 
beliefe families have about causes, course, and treatment of autism and other 
childhood disorders (Mandell & Novak, 2005). The studies reviewed indicated that 
parents’ agreement with diagnosis, responses to their child’s symptoms, and uptake of 
involvement in healthcare systems varied according to their cultural background.
There were very few studies that looked specifically at autism, so they focused more 
on studies of general childhood conditions. They found that parents firom ethnic 
minorities were less likely than white parents to endorse personality, relational, or 
familial issues, or trauma as causes of children’s problems; and white and Afirican- 
American families were more likely to endorse physical causes than Asian and Latino 
families (Yeh et al., 2004). They also noted that white families were more likely to 
use medical language to describe their children’s problems, than African-American 
families (Bussing et al., 1998). Mandell and Novak suggested that people from ethnic 
minorities might be less likely to view symptoms as related to a health condition and 
therefore less likely to seek traditional medical care.
4.3 Knowledge and beliefs in health professionals
Shah (2001) examined knowledge of autism in 250 medical students in their and 4^  ^
years of training and found poor overall knowledge, although knowledge was 
somewhat better in the 4^ year. Shah developed a 10-item questionnaire that 
examined knowledge of diagnostic criteria, causes, symptomatology, treatment, and 
outcome in autism. The main improvements in knowledge between years were with 
regards to the principal diagnostic criteria and behavioural symptoms, whereas
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knowledge of cause and treatment were poor in both years. These findings are 
particularly worrying because unless medical students specialise afi;er qualification, 
their knowledge is only likely to decrease (Shah, 2001). It is essential that primary 
care practitioners, such as GPs, have good knowledge of autism, so that they can 
diagnose and treat symptoms early (around 3 years), as this has been found to be 
important in maximising skills and minimising behavioural problems (Rogers, 1996).
A study of knowledge among school speech-language pathologists fi-om the USA 
(Cascella & Colella, 2004) found that participants had more knowledge of the 
behavioural and communication symptoms of autism, and less knowledge of 
assessment and treatment. This is concerning considering the large number of 
children with autism that speech-language pathologists might encounter, and the 
significant communication needs these children have. This study revealed that 
speech-language pathologists had a minimal amount of training and experience in 
autism, and Cascella and Colella concluded that further training is needed in autism to 
improve professionals’ knowledge.
Stone (1987) developed a questionnaire called the Autism Survey, which examined 
common misconceptions about autism and knowledge of the diagnostic criteria. This 
survey was used in a number of studies (e.g. Heidgerken et al., 2005; Helps et al., 
1999; Stone, 1987; Stone & Rosenbaum, 1988). It has been given to professionals in 
a number of disciplines (e.g. teaching, psychiatry, clinical psychology, paediatrics, 
family practice, neurology, school psychology, and speech-language pathology) 
working with children with autism in the USA, and in the UK (Helps et al., 1999), and 
also to parents of children with autism (Stone & Rosenbaum, 1988), as well as to 
specialists in the area of autism (who were used as a standard for comparison). The 
original purpose was to compare beliefs and knowledge across disciplines, to aid 
better multi-disciplinary working, collaboration, and to improve the identification and 
diagnostic process. It was hoped that exploration of beliefs might lead to referrals to, 
advocacy of, and implementation of, appropriate educational/ treatment programming. 
It was also hoped that this would lead professionals to have appropriate expectations 
of individuals with autism, and that it would also help to identify training needs of 
professionals and parents. All professionals and parents were found to have a number
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of misconceptions about autism, compared to the specialists’ views (which were 
consistent with those prevalent in the research literature).
The type of misconceptions that came up included: that autistic children do not show 
any social attachments or affectionate behaviour; that autistic children are untestable; 
that autism is more common among upper SES and educational levels (in Stone,
1987); that autism is not a developmental disorder (in Helps et al., 1999; and Stone & 
Rosenbaum, 1988); that autism is an emotional disorder; that most children with 
autism do not also have a learning disability; that they are more intelligent than testing 
indicates; that autistic children possess special talents or abilities (in Helps et al.,
1999; Stone, 1987; Stone & Rosenbaum, 1988); that it is difficult to differentiate 
between autism and childhood schizophrenia; that autism is a temporary condition that 
only exists in childhood (in Heidgerken et al., 2005; Stone, 1987; Stone &
Rosenbaum, 1988); that autism is caused by parenting factors and parental 
psychopathology; and that children with autism are deliberately negativistic and 
noncompliant (in Heidgerken et al., 2005).
Mavropoulou and Padeliadu (2000) used a questionnaire based on Stone’s (1987) 
Autism Survey to assess Greek teachers’ (in regular and special education) 
perceptions of autism. They examined possible causal factors (brain damage, lack of 
maternal responsiveness, social causes, heredity, and ‘other’) and general knowledge 
of autism (including some misconceptions of autism fi-om the Autism Survey), the 
behavioural characteristics of autism, and the treatment of autism. They noted that the 
myth about the role of the mother in the development of autism still exists in this 
population. They also found that there were differences in the treatment priorities of 
regular and special educational teachers, as regular teachers seemed more concerned 
with the social and psychological well-being of the child, whilst special education 
teachers emphasised treatment of behavioural and communication problems.
In a recent study, Preece and Jordan (2006) reworded the version of the Autism 
Survey used by Mavropoulou and Padeliadu (2000) for use with social workers in 
England to explore their understanding of autism. They found that whilst many 
workers had good understanding of some aspects of autism, there was confiision
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around key facts. In particular, some respondents still believed the condition was 
linked to maternal coldness or social causes, or that the Mumps, Measles and Rubella 
(MMR) vaccinations caused autism. There was also disagreement around the age of 
onset, with 60% of respondents believing autism did not develop until after three 
years, and there was a wide divergence around the characteristics of autism. Preece 
and Jordan suggested that these beliefs might impact on how social workers assess the 
needs of children with autism, the type of services or interventions they provide, and 
the consistency of the response of different workers. In some cases, they proposed 
that inaccurate beliefs could lead to discrimination, stereotyping, and negative 
attitudes towards parents.
5 Learning disabilities and autism
5.1 General prevalence rates of autism
Recently, the prevalence rates of autism have been increasing with recent studies 
finding UK prevalence rates as high as 1:100 (Baird et a l, 2006). There could be a 
number of reasons for this increase, including changes in the diagnostic criteria, wider 
recognition and greater understanding of the condition, the methodology used in 
studies, as well as the possibility of a true increase (Wing & Potter, 2002).
5.2 Link between autism and learning disabilities
There is a link between people diagnosed with a learning disability and autism 
(Emerson et al., 1998). A diagnosis of learning disability (known as mental 
retardation in the USA) is based on three criteria: cognitive impairments defined by 
IQ scores less than 70, adaptive skills deficits, and age of onset prior to 18 years 
(APA, 2000). Historically, studies have claimed that the prevalence rates of learning 
disabilities in people with autism are high e.g. 70-75% (APA, 1980,1994). However, 
a recent review of prevalence studies has found that many are based on non-empirical 
sources, or do not cite a source at all, or if they are empirical, are based on inadequate 
methodology for assessing intellectual capabilities in people with autism (Goldberg
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Edelson, 2006). The more recent empirical studies that do use sound methodology 
have shown prevalence rates of learning disabilities of between 40% and 55% in 
children with autism (Chakrabarti & Fombonne, 2001).
5.3 Prevalence rates of autism in learning disabilities
Shah et al. (1982) found that approximately 38% of residents in an institution for 
adults with learning disabilities were socially impaired and around 15% met the 
criteria for classic autism, but few had previously received a diagnosis of autism. 
Recent attempts to establish the prevalence of autism in adult recipients of learning 
disability services in the UK reported rates of between 10% (Hare et al., 2003) and 
30% (Bennett et al., 2005), and 39% in an Italian population (La Malta et al., 2004). 
Up to 50% have been found to show at least one ‘autistic trait’ (Bhaumik et al., 1997), 
however, many adults with learning disabilities and autism are still undiagnosed 
(Wing 8c Potter, 2002).
5.4 Adults with autism and learning disabilities in residential settings
The outcome of this increase in prevalence and higher representation of autism in 
learning disability populations is that more people with autism and learning 
disabilities are being cared for as adults. According to community care statistics 
published by the Department of Health (2001), six years ago there were over 8,700 
homes for people with learning disabilities in England, providing some 53,300 
residential places for people with learning disabilities. The number of homes 
increased by 20% between 1997 and 2001 and is still increasing. This means that 
based on the prevalence figures above, approximately 5,000-20,000 (10-40%) people 
with learning disabilities in residential care are likely to have a diagnosis or meet the 
criteria for a diagnosis of autism.
Based on a recent mapping exercise to identify adults with autism in Surrey, it was 
estimated that there are 3,000-5,000 adults with autism in Surrey, and that 
approximately 825-2,500 also have a learning disability (Moore, 2006). In addition 
Moore reported “that by 2009/10, a minimum of 196 more young people with ASD
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(autistic spectrum disorders) will have come through the transition process from 
children’s to adults’ services. This will be ah increase of 33% in the huhiber of adults 
with ASD known to statutory services in 6 years” (2006, p.8). Clearly, many care 
staff will be working in homes with people with learning disabilities and a 
diagnosis/symptoms of autism.
6 Staff training
Studies have found that the vast majority of direct care workers (approximately 80%) 
have no formal qualifications or training, and although most have an interest in fiirther 
training (although not necessarily resulting in a qualification), they may have 
difficulties accessing it (McFarlane & McLean, 2003). In the field of autism. Barber 
(2001) has highlighted that healthcare professionals need to be more aware of 
developmental problems and autism to provide better and more appropriate services 
for people with autism. Green Allison’s (1999) review of the skills and attributes 
needed by residential care staff working with people with autism emphasised the 
importance of all care staff participating in a core autism-specific training. Studies 
have identified that training may lead to enhanced service provision and recruitment 
and retention of key staff (McFarlane & McLean, 2003). However, there is only a 
small evidence base for the outcomes of staff training, despite the fact that “a great 
deal of money and effort is expended in the delivery of staff training within services” 
(Grey et al., 2007, p.3).
6.1 What training is currently offered to staff?
There are many training materials on autism available, including materials produced 
by local practitioners, as well as registered published training packs (McKeman & 
Mortlock, 1997), and specific training offered by specialist organisations like the 
National Autistic Society (NAS). In addition, there are a number of courses offered, 
both undergraduate and post-graduate, which result in a qualification in autism 
practice. For example, the NAS offers an undergraduate course in “working with the 
autistic spectrum” and a postgraduate certificate in Asperger Syndrome.
152
6.2 How is training evaluated?
Few studies have been published which evaluate staff training programmes in autism. 
However, studies examining staff training in skills to tackle CB have highlighted a 
need for measures that are “sensitive to the outcomes of training, especially outcomes 
that have relationships with the aims of the training” (Grey et al., 2007, p.3). Studies 
looking at training, ranging from a few days to intensive training spread over weeks 
and months, have demonstrated that it is possible to affect staff behavioural 
knowledge and causal beliefs (e.g. Crawford et al., 2003; Dowey et al., 2007; Lowe et 
al., 2007; Tierney et al., 2007).
Researchers (e.g. Berryman et al., 1994; Grey et al., 2002) have found that training 
workshops have had an effect on the attributions made by staff about the causes of 
CB. In particular, staffs’ attributions changed to reflect more accurately the fimctions 
of the behaviours (Dowey et al., 2007). However, more research is needed into staff 
training that utilises measures of observable staff and service user behaviour.
6.3 What is the aim of training?
It is believed that staff behaviour is determined by an interaction of attributions and 
beliefs about behaviour and other factors including: emotional responses, beliefs about 
effective intervention strategies, and formal (e.g. policy documents) and informal (e.g. 
unwritten rules developed by staff working together) aspects of service cultures 
(Hastings, 1997). Therefore, one aim of training is to influence working culture in 
care homes -  particularly changes in beliefs and attitudes that may have an impact on 
behaviour towards clients. Another aim may be to teach specific skills or to prepare 
staff to respond positively to skills-based training, particularly as many beliefs and 
practices may be potentially counter-habüitative when dealing with people who have 
specific needs e.g. autism or CB (Dowey et al., 2007). In addition, each member of a 
staff care team may be governed by his/her perceptions or misperceptions about 
autism and this could lead to different treatment approaches e.g. in communicating. 
Therefore by discovering what these perceptions are and then using training to address 
any misperceptions, this could help a staff team to become more consistent in their
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approach. Other benefits of training include: improved communication between staff 
and service users, better understanding of the causes and nature of disorders, and 
improving staffs’ feelings of usefulness and standards of care (McFarlane & McLean, 
2003).
7 How to measure beliefs about autism
There has not been a questionnaire developed which examines beliefs about autism in 
adults, but there have been a number of studies that have assessed beliefs about 
children diagnosed with autism. Below is a review of the questionnaires that have 
been used in these studies.
7.1 The Autism Survey
Stone (1987) developed a 23-item questionnaire assessing knowledge and beliefs 
about autism, called the Autism Survey, which was used in a number of studies (see 
section 4.3 of this introduction). The survey was divided into two parts; the first 
consisted of 21 statements related to common misconceptions about autism taken 
from the literature and the author’s clinical experience. The items were selected to 
represent three areas: social and emotional features, cognitive characteristics, and 
general descriptive features, including course and prognosis. Respondents were asked 
to indicate on a 6-point scale how much they agreed with each statement (1 = fully 
agree, 6 = fully disagree). The second part of the survey consisted of two questions 
focusing on diagnostic criteria from DSM-in (APA, 1980) and DSM-IV (APA, 1994) 
in later studies, listing 18 behaviours or characteristics for a diagnosis of autism.
Campbell et al. (1996) examined the reliability and validity of the Autism Survey. 
They gave the survey and a short demographic form to 83 people working in the field 
of autism, with an average of 6.7 years experience in autism, and repeated it one 
month later. The participants were from a number of different professions including: 
teaching, direct care staff, researchers, and therapists. They were all highly educated, 
most having college education. They proposed that the Autism Survey was a reliable
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and valid measure of respondents’ beliefs and knov^ledge about autism in this 
population. They examined the factor structure, and discovered that a three-factor 
model was not supported, whereas a one-factor model was. They reported that the 
internal consistency of the questionnaire was moderate (Cronbach’s alpha = .66). The 
test-retest reliability was found to be good, with substantial to excellent agreement 
over time for participants who completed both administrations (n=60). Finally, 
validity was assessed by examining the difference in scores between staff with 
differing levels of experience and training in autism. The survey was proposed to 
possess good validity, with individuals with high experience having significantly more 
accurate beliefs and greater knowledge of autism than those with low experience, as 
predicted.
7.2 Lay Beliefs Questionnaire
Fumham and Buck (2003) designed a measure to examine lay beliefs and knowledge 
of autism in lay participants with varying levels of experience with autism (see section
4.1 of this introduction). They developed the questionnaire based on exploratory 
semi-stmctured interviews about beliefs about autism with seven lay people. The 
questionnaire consisted of two parts, the first was related to beliefs about the aetiology 
and treatment of autism, and the second was about knowledge of autism. At the 
beginning of the questionnaire was a short written description of the main 
characteristics of autism, to ensure that participants knew what autism was. 
Participants then had to answer 24 items on a 7-point scale (7=very accurate, l=very 
inaccurate) indicating how accurate they believed the statements were. The 
knowledge of autism section consisted of ten statements, which they had to rate tme 
or false. Finally they had to complete a demographic questionnaire including details 
such as age, sex, interest in mental illness, religiousness, etc. Ninety-two participants 
completed the questionnaire, and the sample consisted of a range of ages, sex, and 
experience of autism, however, most were either students or from a professional 
background.
Fumham and Buck carried out a factor analysis on their data to examine the 
underlying stmcture of the lay beliefs examined, and found that there were five
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possible factors: (1) psychogenic and external factors e.g. the impact of upbringing, 
luck and God (8 items); (2) pregnancy and environmental treatment e.g. problems in 
pregnancy and role of environment in treatment (4 items); (3) genes and drugs e.g. 
role of genes in cause and drugs in treatment (4 items); (4) diet e.g. dietary factors in 
cause and treatment (3 items); (5) brain abnormalities e.g. brain abnormalities as cause 
(3 items). The internal reliabilities of the five factors were computed using 
Cronbach’s alpha and they were found to be very good (.82) for (1), good (.74) for (4), 
acceptable (.61 & .67) for (2) and (3), and poor (.59) for (5).
7.3 Critique of previous questionnaires
In order to measure beliefs it is important to develop a questionnaire that has good 
reliability and validity for the population that it is designed for. In the current study 
the target population is care staff working with adults with learning disabilities, in 
England, with a range of educational backgrounds, and a range of training and 
experience in autism.
The Autism Survey had good reliability and validity for the population it was 
designed for and obviously has some clinical utility, as it seems to tap into 
misconceptions about autism, but it is not appropriate to use in the target population 
for a number of reasons. First, it is 20 years old, and the area of research into autism 
has changed dramatically over the last two decades. Second, some of the language 
and wording of questions is complicated and confusing. It uses quite formal and 
technical language. For example. Helps et al. (1999) identified that the terms 
‘emotional disorder’ and ‘developmental disorder’ may be unfamiliar terms for 
individuals who do not regularly use mental health classification systems. In addition, 
Preece and Jordan (2006) said that some respondents might be confused by the 
scientific terms and concepts. Third, it was developed for use in the USA, and most 
studies (not using an adapted version) were carried out in the USA, and so it is not 
culturally appropriate to the target population. This is particularly relevant, as Sauna 
(1986) found significant differences between the beliefs of professionals from the 
USA and Europe about the causes of autism (using a list of 12 causes, which they had 
to rate as not important, somewhat important, or highly important). Fourth, it was
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developed for use with professionals working with children rather than adults with 
autism. Fifth, it was developed to measure differences between different professional 
groups, rather than as a tool to measure change in beliefs, although it has reportedly 
been used informally as a barometer of training success (Campbell et al., 1996).
Sixth, it has only been used in groups where the staff already had experience of 
autism, rather than in groups where they may have had no contact with people with 
autism.
The lay beliefs questionnaire about autism (Fumham & Buck, 2003) contains a 
number of interesting items. It reflects some of the current behefs prevalent in the 
general population about autism. It was designed and used in England, and is more 
recent, so in that respect is more appropriate than the Autism Survey for the target 
population. However, it is not suitable for the target population because it was aimed 
at lay participants with little or no experience of autism. It did not cover other aspects 
of beliefs about autism, only aetiology and treatment. Prior to completion of the 
questionnaire, Fumham and Buck gave a short description of the main characteristics 
of autism. This is a reliability issue, as they used knowledge of autism as a predictor 
variable, and this description would have increased this knowledge, and might have 
dispelled certain misconceptions. Their analysis of the constmct validity of the 
questionnaire was questionable, as some of the factors that they found and used in the 
analysis did not always make theoretical sense e.g. items on factors did not seem to all 
be measuring one underlying dimension and some factors only contained three items. 
In addition, the sample consisted of mainly students and those from professional 
backgrounds, who are likely to be more highly educated than the target population for 
the current study.
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8 Reliability and validity
“Validity is often defined as whether a test measures what it is supposed to measure” 
(Foster & Cone, 1995, p.248). There are a number of different types of validity, one 
of which is construct validity. Construct validity is defined as “the degree to which an 
assessment instrument measures the targeted construct” (Haynes et a l, 1995, p.239). 
The assessment of construct validity is a continuing process, gathering evidence firom 
multiple sources of information. Content validity is a component of construct validity, 
and is defined as “the degree to which elements of an assessment instrument are 
relevant to and representative of the targeted construct for a particular assessment 
purpose” (Haynes et a l, 1995, p.238), and there are a number of methods to improve 
content validity (see Haynes et al, 1995). Another way of providing evidence in 
support of the construct validity of an instrument is by examining its concurrent 
validity. The concurrent validity of a questionnaire examines how much the results 
fi-om an instrument agree with results fi-om another instrument or criteria, which is 
believed to be measuring the same construct, administered at the same point in time. 
The face validity of an instrument is a more superficial measurement of validity and 
assesses whether the instrument looks like it is measuring what it is intended to 
measure.
“A reliable test is one that yields similar (consistent) results each time it is taken” 
(Shaughnessy & Zechmeister, 1997, p. 127), and therefore it is consistently reflecting 
the construct it is measuring. There are a number of ways of measuring an 
instrument’s reliability. One way is to administer it at two points in time and assess 
its test-retest reliability e.g. how similar the scores are (assuming that no event had 
occurred between those points in time that would influence their scores). Another 
way is to use a statistical procedure, which examines the internal consistency of an 
instrument using a split-half reliability procedure (e.g. Cronbach’s Alpha). This looks 
at whether the individual items produce consistent results with the overall instrument, 
by splitting the data in half in every possible way and looking at the correlations 
between the two halves (Field, 2005). A number of factors affect the reliability of an 
instrument, including the number (the more the better) and type of items, the
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variability in the sample (the more the better), and the testing procedures (free from 
distractions with clear instructions) (Field, 2005).
9 Rationale
This introduction has illustrated that beliefs about illness or disorder are considered to 
be of importance both for individuals and carers, as they can impact on coping, 
treatment decisions, and behaviour. In particular, beliefs about adults with autism are 
of interest because: autism is a relatively new condition and knowledge of it has 
changed and developed rapidly over the last sixty years; research has demonstrated 
that parents, carers, and professionals have misconceptions about autism and beliefs 
that may influence treatment uptake and adherence; numbers of people with learning 
disabilities and autism in residential homes are increasing and they are often being 
cared for by people with very little training in autism; and what autism-specific 
training there is has often not been formally evaluated as there are not many measures 
available to do so. The measures that are available are unsuitable for the purposes of 
the current study; therefore, there is a need to develop one that has good reliability and 
validity.
10 Aims of the study
This study aims to develop a reliable and valid questionnaire that can be used to 
measure beliefs about autism in a sample of care staff. The concurrent administration 
of a demographic questionnaire will also allow an exploration of the relationship 
between levels of training and experience in autism and beliefs about autism. The 
questionnaire aims to give an indication of the degree to which staff hold beliefs and 
attitudes consistent with the dominant professional norm, and this questionnaire could 
be used in the fixture to allow trainers to identify training needs.
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11 Research questions
The research comprised three parts, stage 1 : the development of the Autism Beliefs 
Questionnaire (ABQ), stage 2: exploring the relationship between the ABQ and type 
of service worked in, experience and training in autism of staff, and stage 3: the test- 
retest reliability and internal consistency assessment of the ABQ.
Stage 1 : Development of the ABQ
Research question 1: The construct validity of the ABQ will be investigated by 
carrying out a factor analysis of the scores. The ABQ will yield more than one factor 
and the factors will be related to each other.
Stage 2: Exploring the relationship between beliefs about autism and tvne of service, 
experience and training in autism
Research question 2: The concurrent validity of the questionnaire will be investigated 
by examining whether there is an association between scores on the ABQ and certain 
demographic factors i.e. type of service worked in, experience of autism, and training 
in autism. ABQ scores will be related to type of service, experience and training in 
autism, in particular working in autism specific services, and having more training and 
experience will be associated with beliefs more in line with experts.
Stage 3: Test-retest reliability and internal consistencv assessment of the ABQ
Research question 3: The ABQ will have good reliability when it is assessed over 
two points in time and will have good internal consistency.
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METHOD
1 Stage 1: Development of the ABQ and Stage 2: Exploring the relationship 
between beliefs about autism and type of service, experience and training 
in autism
1.1 Ethical approval and risk issues
The procedures for this study were approved by the West Sussex Research 
Ethics Committee board and the University of Surrey Ethics Committee, and by the 
Research and Development (R&D) committee of Surrey and Borders Partnership 
(SAB?) NHS Trust (see appendix B for letters of ethical and R&D approval).
High ethical standards were adhered to in the conduct and reporting of this study. 
Prospective participants were hilly informed of the purpose and procedure of the study 
and were given at least 24 hours to decide whether they wished to participate, together 
with the opportunity to discuss the study with the investigators prior to making this 
decision. They had the opportunity to withdraw at any time. All identifying 
information was removed from questionnaires. Participants were informed that all 
responses would be kept confidential e.g. questionnaires would not be shown to 
managers. There were no particular risks or benefits (apart from the potential future 
use of the questionnaire in developing services) identified for participants. 
Questionnaires and consent forms will be kept in a locked filing cabinet at the author’s 
home until one year after the start of the study and then kept secure at the university 
until 10 years after publication of the data.
1.2 Materials
1.2.1 Autism Beliefs Questionnaire (ABQ)
The ABQ (see appendix C) was constructed from new and aheady existing items 
deemed to be tapping into beliefs about autism. The aim was to cover as many 
relevant aspects of beliefs about autism as possible by including themes from existing
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questionnaires and designing new items. Thus methods were used to generate ABQ
items in a way that ensured good content vahdity:
1. A thorough literature search was completed, to discover current understanding and 
themes around autism. In addition, a number of previous questionnaires examining 
beliefs about autism were reviewed including the Autism Survey (Stone, 1987) and 
the Lay Behefs Questionnaire (Fumham & Buck, 2003). The items were then 
designed based on the previous questionnaires, on the findings of the literature 
review, and on some of the popular misconceptions about autism (Aylott, 2000; 
Wing, 1997), whilst attempting to ensure that the items were tapping into beliefs 
about autism.
2. The most current and widely used diagnostic criteria (e.g. DSM-IV, APA, 2000; 
ICD-10, W.H.O., 1993) were examined, and attempts were made to ensure that these 
were reflected in the construction of particular items.
3. A consultative meeting was held to clarify the general areas that it was important to 
include in the questionnaire to ensure its clinical relevance. This group was accessed 
during a monthly psychology meeting of a large mental health and learning disability 
NHS Trust. It consisted of approximately 30 qualified, trainee and assistant clinical 
psychologists working in the field of learning disabihties.
4. Expert sampling (Oppenheim, 2000) -  eight experts in autism (five clinical 
psychologists, one behaviour specialist, one psychiatrist, and one music therapist; all 
working in the NHS for between 10-27 years with between 8-27 years experience in 
autism, recruited through personal contacts) were asked to make quantitative 
judgements about all elements of the questionnaire. They did this by using a 5-point 
evaluation scale (see appendix D) and rated dimensions including importance, 
relevance, representativeness, specificity, wording, and clarity, to guide fiirther item 
refinement or omission of items.
5. A test of readability (Microsoft Word for Windows, 2005), which calculates the ease 
of reading of the document by looking at the sentence length and syllables per word, 
was carried out on the items to ensure that they were at a level appropriate to the 
target population (Flesch Reading Ease score of approximately 60-70, and Flesch- 
Kincaid US Grade Level score of approximately 7.0-8.0 grade or age equivalent of
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12-13 years old). The ABQ scored a reading ease score of 55.1 and a grade level of 
8.7, which is close to the recommended level.
6. An expert in psychometrics (a senior lecturer in a university psychology department, 
with expertise in psychometrics, research and statistics) reviewed the questionnaire 
for technical quality (e.g. grammar, wording, and randomisation of items).
7. A small pilot of the questionnaire was conducted by giving the information forms, 
consent form, ABQ, and the demographic questionnaire to a group often direct care 
staff working in a unit for people with learning disabilities and mental health 
problems (recruited through a clinical psychologist based at the unit). The purpose 
of the pilot was to explore whether further construct/item refinement was needed, 
and check out the practicalities of completing the questionnaires. Five of the care 
staff also completed a second administration of the questionnaires. This was also a 
way of assessing the face validity of the questionnaire. Staff were then asked a 
number of open-ended questions (see appendix E for questions) to obtain their views 
on the questionnaire (Population sampling - Oppenheim, 2000).
A large number of items were generated by stages 1 to 3, and these were then refined, 
re-worded, and re-ordered based on stages 4 to 7. These procedures resulted in a final 
version of the questionnaire (see appendix C). It comprised 30 items looking at a 
range of beliefs about the aetiology of autism, behaviour, and treatment, as well as 
general misconceptions about autism. Respondents were asked to rate each item on a 
scale of 1 to 6 (a 6-point scale was chosen because Krosnick et a l, 2002, suggest that 
having a mid-point e.g. on a 5-point scale, does not improve data quality, whereas an 
even number of points means that participants cannot avoid reporting a real belieQ, to 
indicate how much they agreed or disagreed with the statement.
1.2.2 Demographic questionnaire
A demographic measure (see appendix F) for the participants was developed by the 
author (including questions on sex, age, ethnicity, educational attainment, level of 
training, job title, training in autism, personal experience of autism, professional 
experience of autism), with additional questions for the experts (see appendix G).
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1.3 Recfüitmèhl
Care staff were recruited through three sources: a private sector organisation offering 
day and residential services to clients with a learning disability and autism; a 
voluntary sector organisation offering specialist services to clients with a learning 
disability and autism; an NHS Trust offering day and residential services to clients 
with a learning disability and autism. A total of ten residential homes, and three day 
centres participated in the study.
1.4 Participants
The intention was to recruit between 90-120 participants (care staff and experts) in 
total, as this sample size was recommended for factor analysis based on a rule of 
thumb of approximately 3-4 participants per item (the questionnaire had 30 items) 
(Tabachnick & Fidell, 2006), as a minimum.
Participants were excluded from the study if they:
•  Were aged 18 years or younger.
•  Had insufficient spoken and written English for the demands of the study 
(assessed by speaking with managers to check if they knew of any staff 
members for whom this may be a problem and excluding them, and then by 
asking all staff members prior to completion of the questionnaire if they had 
difficulties with reading or writing).
1.4.1 Response rate
Care staff
After the initial screening (done by discussion with managers), 140 care staff working 
with people with learning disabilities or people with learning disabilities and autism 
were asked to participate and were given information packs either directly or through 
their managers. One hundred care staff (71%) consented to take part in the study out
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of a total of 140 care staff that received letters of invitation. Forty care staff opted out 
of participating, the reasons given for not participating were: literacy/language 
difficulties (n=5), on annual leave (n=4), on sick leave (n=3), working anti-social shift 
patterns e.g. night duty (n=3), or no reason given (n=25). A researcher misplaced four 
participants’ questionnaires, one participant completed a questionnaire, but had 
insufficient English to complete it alone and therefore their results were excluded, and 
one questionnaire was returned incomplete. Thus data from 94 of the 140 (67%) 
participants sent information packs were analysed in this study.
Experts
Fourteen health care professionals (e.g. psychiatrists, psychologists, behaviour 
specialists, etc.) working with adults with learning disabilities, with experience and 
expertise in the area of autism (e.g. working with people with autism for at least 7 
years and having seen at least 30 people with autism in that time), were also asked to 
participate^. Eight of these experts had also commented on an earlier draft of the 
ABQ (see section 1.2.1 of the method section). Twelve experts (86%) consented to 
take part in the study out of a total of 14 experts who received letters of invitation; the 
two who did not participate gave no reason.
1.4.2 Demographic characteristics
Care staff
Table 1 shows the demographic data of the 94 care staff analysed in this study.
From this point on the health care professionals will be referred to as experts.
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Table 1: Demographic characteristics of care staff
Characteristic N=94 Percentage
Gender
Male 28 30%
Female 66 70%
Age
18-29 17 18%
30-39 19 20%
40-49 27 29%
50-59 24 26%
60-69 7 7%
Service type
Day and residential services
Residential service 60 64%
Day service 24 26%
Residential and day service 10 10%
Learning disability (LD) and autism services
LD only 33 35%
LD and autism 32 34%
Autism specific 29 31%
Private/voluntary or NHS organisation
Private or voluntary 44 47%
NHS 50 53%
Job type
Support worker 69 73%
Manager/deputy manager 12 13%
Qualified nurse 10 11%
Specialist profession
e.g. counsellor, assistant psychologist
3 3%
Years in job type: ^
Mean =13.8 years. Range = 1 month -  42 years
Current iob title
Support worker 40 43%
Senior support worker 29 31%
Manager/deputy manager 24 2594
Assistant psychologist 1 1%
Years in current job:
Mean = 7.5 years. Range 1 month -  27 years
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Table 1: Demographic characteristics of care staff (ctd.)
Characteristic N=94 Percentage
Qualifications ^
No qualifications 14 15%
GCSEs/0 Levels 59 6394
A Levels/GNV Qs 28 30%
NVQs 31 33%
MSc/Diploma 14 15%
BA/BSc 12 13%
Nursing qualification 10 11%
PhD 0 0%
Work with people with autism
Time spent working with people with autism in current job
None 10 11%
Some 21 22%
Half 14 15%
Most 17 18%
All 32 34%
Total clients worked with per year with autism
None 7 8%
1-3 21 22%
4-10 40 43%
10-15 6 6%
16+ 20 21%
Number o f clients with autism worked with in total: 
Mean =16, Range = 0-90
Ethnicity
White British 52 55%
White Other 13 14%
Asian 19 20%
Black 8 9%
Chinese 1 1%
Mixed race 1 1%
“One participant did not complete this section 
 ^Some participants had more than one qualification.
Non-responders; No data could be collected on non-responders.
Experts
Table 2 shows the demographic characteristics of the 12 experts analysed in this 
study.
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Table 2: Demographic characteristics of experts
Characteristic N=12 Percentage
Gender
Male 3 25%
Female 9 7594
Age
18-29 0 0%
30-39 6 50%
40-49 2 17%
50-59 3 25%
60-69 1 8%
Profession
Clinical psychologist 8 67%
Behaviour specialist 2 17%
Psychiatrist 1 8%
Music therapist 1 8%
Years in profession: Mean = 17.4 years. Range = 4 - 2 7  years
Years in current job: Mean = 6.3 years. Range = 1 - 1 2  years
Qualifications*
No qualifications 0 0%
GCSEs/0 Levels 12 100%
A Levels/GNVQs 12 100%
NVQs 1 8%
MSc/Diploma 5 42%
BA/BSc 12 100%
PhD 6 50%
Ethnicity
White British 9 75%
White Other 2 17%
Asian 1 8%
Black 0 0%
Chinese 0 0%
Mixed race 0 0%
Time spent working with people wilth autism in current post
None 0 0%
Some 6 50%
Half 2 17%
Most 3 25%
All 1 8%
Total clients worked with per year with autism
None 0 0%
1-3 1 8%
4-10 4 33%
10-15 1 8%
16+ 6 50%
All experts had more than one qualification.
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Table 2: Demographic characteristics of experts (ctd.)
Number of clients with autism worked with in total:
Mean =111 clients. Range = 30-300 clients
Years working with people with autism:
Mean = 15.25 years. Range = 7-27 years
W ork activities Mean Range
Direct clinical work 45% 10 - 70%
Training 17% 5 - 75%
Research 5% 0 -3 0 %
Other activities e.g. admin 33% 0 - 70%
W ork settings
Community teams/clinics 53% 0 - 100%
University settings 13% 0 - 75%
Hospital settings 5% 0 -6 0 %
Private practice 6% 0-50%
Residential care homes 11% 0 -6 0 %
Other settings 12% 0 -70%
Years in profession 17.4 years 4 - 2 7  years
Years in current job 6.3 years 1 - 1 2  years
Diagnosing: Ten (83%) experts agreed or strongly agreed that they felt comfortable 
diagnosing or identifying an individual as having autism, whilst two (17%) somewhat 
disagreed.
Non-responders: The two experts who did not respond were both female, white 
British, clinical psychologists.
1.5 Procedure
1.5.1 Care staff
First, operational managers for the day and residential services in the three 
organisations were contacted and a meeting arranged to discuss the study and gain 
approval to conduct it in the services under their management. Then meetings were 
arranged with the individual home and day service managers to inform them about the 
study and seek permission to tell the care staff about it. Individual care staff were 
then provided with a letter about the research (see appendix H), participant 
information forms (see appendix I), and a consent form (appendix J), and given at
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least 24 hours to decide if they wanted to participate in the study. Two researchers 
collected data for this study, the author and a final year psychology undergraduate, 
who was also working as a behaviour specialist in a local team for people with 
learning disabilities. The contact details of the researchers were provided on the 
participant information sheet so participants had the opportunity to discuss the study 
prior to deciding whether they wished to participate.
A researcher then arranged an individual meeting with each member of staff. All 
meetings took place in a convenient location for the care staff, usually their place of 
work, i.e. residential home or day service. Within the meeting, the researcher first 
checked out that the staff member had a sufficient level of English to understand and 
complete the questionnaire. Then participants were given the ABQ (appendix C), and 
the demographic questionnaire (appendix F), and were told that they could ask 
questions as necessary. They were left to complete the questionnaires (but the 
researcher remained in the room to answer any questions). In total, it took up to 30 
minutes to complete both questionnaires.
As there were two researchers collecting data, standard instructions about how to 
administer the questionnaires were prepared to prevent researcher bias/effects (see 
appendix K). In addition, both made qualitative notes about any difficulties during 
administration, questions that participants asked, and feedback about items that 
participants found hard to understand, in order to identify and possibly exclude 
problematic items during the analysis. This feedback was to provide further data 
about the validity of the questionnaire.
1.5.2 Experts
The ABQ and the demographic questionnaire (appendix G) were administered to the 
group of experts. In order to gain consent, the experts were sent the letter about the 
research, the participant information forms (appendix L) and a consent form (appendix 
J) via post or email, and given at least 24 hours to decide if they wanted to participate 
in the study. When the completed consent form was returned, the expert was sent the 
questionnaires (via email or post) or given the questionnaires in person. Four
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questionnaires were administered to the experts in person, and eight experts were sent 
and responded to the questionnaires by post or email. Data from experts were 
collected so that they could act as a comparison group with the care staff group, as it 
was assumed that experts were likely to have a more imdepth understanding and 
experience of autism and be more aware of up-to-date literature and research about 
autism.
2 Stage 3: Test-retest reliability and internal consistency assessment of the
ABQ
2.1 Design and Procedure
Test-retest data were obtained from the same participants at two points in time (2-4 
weeks apart). Kline (2001) asserted that test-retest reliability data should be assessed 
over a time period of at least three months. Unfortunately, this was not possible due 
to time limitations for completion of this study. Assessment of the internal 
consistency of the ABQ using Cronbach’s alpha was also planned. During the 
readministration, the same procedure was followed as in the first meeting.
2.2 Participants
The same participants (94 care staff and 12 experts) were approached to complete a 
second administration of the questionnaires.
2.2.1 Response rate
Sixty out of 94 (64%) care staff and 8 out of 12 (67%) experts completed the second 
administration. One care staff questionnaire had missing data and so was excluded. 
Thus data from 67 of 106 (63%) participants were analysed in this study.
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2.2.2 Time between administrations
The mean time between administrations was 22 days (range = 10-97 days).
2.2.3 Demographic characteristics
Table 3 shows the demographic characteristics of the 67 participants who completed 
the second administration of the ABQ.
Table 3: The demographic characteristics of care staff and experts’
Characteristic N=67 Percentage
Gender
Male 24 36%
Female 43 64%
Age
18-29 7 10%
30-39 14 21%
40-49 22 33%
50-59 19 28%
60-69 5 8%
Ethnicity
White British 39 58%
White Other 9 13%
Asian 12 18%
Black 6 9%
Chinese 0 0%
Mixed 1 2%
Service type (care staff only, n=59)
Day and/or residential
Day services 21 36%
Residential services 33 56%
Both day and residential 5 8%
Learning disability and/or autism
Learning disability only 30 51%
Learning disability and autism 13 22%
Autism-specific 16 27%
* Non-parametric analyses (Mann Whitney U and Kruskal-Wallis tests) were carried out on the 
variables of gender, age, and ethnicity to see whether there were any differences between the 
participants who completed just the first administration o f the ABQ and those who completed both 
administrations. No significant differences (p<.05) were found on any of the variables (see appendix T 
for tables).
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2.3 Materials
2.3.1 ABQ
The ABQ has been described earlier and can be found in appendix C (a table with the 
origins of items on the ABQ can be found in appendix M).
2.3.2 Demographic questionnaire
A slightly altered version of the demographic questionnaire (with an additional 
question, asking whether participants believed their beliefs had changed and why) was 
used for the second administration (see appendix N). The demographic questionnaire 
was given again to ensure that any demographic details missed in the first 
administration were captured, and to check whether participants had experienced any 
changes (in terms of changes in training or experience) between the two 
administrations.
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RESULTS 
Stage 1: Development of the ABQ
1 Factor analysis
A factor analysis of the ABQ was carried out ,^ this involved:
1. Initial data screening and assessing for normality, checking for outliers, etc.
2. Performing a factor analysis using principal component factor extraction 
techniques (with oblique rotation) to see if a clear factor structure could be 
discovered.
3. Removing problematic items, and repeating the factor analysis.
1.1 Data Screening and Assumptions
There were outliers on 12 items (with between 2 and 8 on each item) in the ABQ data 
set (see appendix O for details of outliers). Outliers were cases where only a tiny 
minority of participants scored at the extremes of the scale. These were checked by 
the author and were found to be legitimate outliers rather than typing errors and 
therefore were not removed froih the data set.
According to a variety of criteria (eyeballing histograms, and examining skew and 
kurtosis) a number of items (6, 9,12,13, and 20) on the ABQ seriously violated the 
assumption of normality (see appendix P for Skew and Kurtosis data). Factor analysis 
is relatively robust against violations of normality (Floyd & Widaman, 1995), so in 
order to examine the factor structure of all 30 items these items were retained, 
however, these items were noted, in case they had an impact on the analyses.
 ^All analyses were carried out using SPSS (Statistical Package for the Social Sciences) for Windows 
(version 14,2005).
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1.2 Factor analysis
The correlation matrix revealed many correlations above .3, and a Keiser Meyer Olkin 
statistic of .728. Thus, the data were factorable, with no need to drop any individual 
ABQ item from further factor analyses (Brace et a l, 2003).
The data were analysed using principal component factor extraction techniques (with 
oblique rotation, as this was the most appropriate given the theoretical likelihood of 
correlation between the factors and the actual correlations found on the correlation 
matrix).
The factor analysis identified nine factors with an eigenvalue greater than one, which 
explained 64.7% of the variance in ABQ scores. The Scree Plot of the factors shows 
the eigenvalues (Y-axis) against the factor with which they are associated (X-axis), 
demonstrating the relative importance of each factor (see Figure 1). In this nine-factor 
solution eight items crossloaded onto more than one factor indicating a lack of simple 
structure.
The criteria used to judge the utility of the factors were: a) Interpretability/content 
relevance = the factors need to make theoretical sense to interpret; b) Simple Structure 
-  the items should not load substantially on all the factors, items should not crossload 
onto a number of factors, and for every pair of factors a large proportion of the 
loadings should be non-significant (Thurstone, 1935); c) The magnitude of the factor 
loadings (taking into account the sample size) -  “if a factor has four or more loadings 
greater than .6 then it is reliable regardless of sample size ... (while) factors with 10 or 
more loadings greater than .4 are reliable if the sample size is greater than 150” (Field, 
2005, p.640).
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Figure 1: Scree plot from the analysis of the 30-item ABQ
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Factor loadings for each of the items ranged from .353 (above the lowest score 
recommended for item inclusion by Tabachnik & Fidell, 2006) to .772, which is 
considered a more sizeable correlation (Kline, 2000). Table 4 shows the factor 
loadings for each of the nine factors, starting with the factors that explain more of the 
variance. Although factors with eigenvalues of greater than one are often retained 
within factor analysis (Tabachnick & Fidell, 2006), examination of items loading onto 
factors revealed that none of the factors were usable. This was because the factors did 
not meet any of the criteria for utility: they did not seem to be measuring interpretable 
underlying dimensions (interpretability/content relevance), almost all factors did not 
have four or more loadings greater than .6 (magnitude of factor loadings), and a 
number of items loaded onto more than one factor (simple structure).
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Table 4: Factor loadings on items within the ABQ Factors (wording shortened)
Item Factor
1 2 3 4 5 6 7 8 9
26. Take phrases literally. -.728
12. Understand visual better than 
verbal communication. -.713
25. Problems imagining what others 
are thinking. -.584
21. Say more than understand or use 
language do not understand. -.423 -.392
22. Highly developed skills. .712
4. Exceptional or special skills. .579
5. Rewarding ‘normal’ reduces 
autistic behaviour. .562 -.492
30. Difficult to get emotionally close. .490
7. All treated the same. .476 .400
1. Caused by biological factors. -.738
17. Change the environment around 
them -.709
24. Make life predictable. -.650
14. Like to have lots of choice. .618
15. Treated the same as people with 
learning disabilities. .615
8. Caused by genetic factors. .606
3. Warm and loving environment can 
overcome autism. .688
16. Caused by emotional factors. .685
23. Possible to cure autism. .660
2. Treatment works if  want to get 
better. .353 .656
-.490
28. Understand more than they let on. .471 .406
29. Accept behaviour rather than 
insist.
.704
13 . Act without thinking of 
consequences. .506
.489
11. To make ‘normal’ break 
obsessions.
.734
27. Make interact with others. .708
18. Cannot help behaving in 
challenging way.
-.772
6. Not benefit from treatment. .562
19. Helped to cope better. -.664
10. Difficult to understand social 
situations. -.391
-.616
20. Overwhelmed by stimulation. -.608
9. ‘Difficult’ or ‘challenging’ 
behaviours way of communicating.
-.379 -.535
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From the scree plot it seemed possible that a three or four factor model might be more 
appropriate. Therefore, the factor analysis was re-run using different numbers of 
factors, however, there were still problems with the factor structure.
Item removal and further factor analyses
2.1 Item removal
As the principal component factor analyses (with oblique rotation) with the original 30 
items did not produce a clear and interpretable factor structure (even after trying a 
number of factor models), a number of items that were deemed problematic were 
excluded from the analysis, in the hope that this might reveal an underlying factor 
structure. The following criteria were used for exclusion of problematic items:-
•  Items that seriously violated the assumption of normality,
•  Items that had a strange distribution e.g. bimodal,
•  Items that did not distinguish between experts and care staff (as these were not 
useful items for the purposes of this questionnaire),
•  Items that experts disagreed on (as this may have been an indication that the 
item could be interpreted in different ways than intended),
•  Items where a number of comments were made by participants about 
difficulties in completing them during data collection (as this may have 
reflected problematic wording of the item/misinterpretation),
•  Items that everyone either agreed or disagreed on,
•  Items that had some disagreement during a category sort by two experts (see 
appendix Q for results of the sort).
If an item met at least three (number chosen to ensure that criteria was neither too 
strict nor too lenient) of the above criteria then it was excluded from the analyses.
This resulted in the exclusion of the following five items: 5, 9,12,13, and 18.
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2.2 Factor analysis outcome
Following the removal of problematic items, a further factor analysis was run on the 
remaining 25 items. Using the principal component technique (with oblique rotation) 
seven factors were identified with eigenvalues above one, which explained 60.3% of 
the variance in ABQ scores (Figure 2). Ten items crossloaded onto more than one 
factor. Factor loadings for each of the items ranged from .326 to .823. Examination 
of items loading onto factors again revealed no usable factors, based on the criteria of 
interpretability and Simple Structure (For table of factor loadings see appendix R).
Figure 2: Scree plot from the analysis of the 25 item ABQ
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From examination of the Scree Plot it appeared that a substantial amount of the 
variance could be explained by a lesser number of factors. Therefore, a number of 
frirther factor analyses were run, restricting the number of factors to 6, 5, 4, 3, and 2, 
to see whether more interpretable and simple factors were produced. However,
179
examination of items loading onto factors (for each of these factor analyses) revealed 
that none of the factors were usable.
2.3 Further item removal and factor analyses
Follovdng these factor analyses, a number of factorially complex items (e.g. items that 
loaded highly onto more than one factor) were removed, and factor analyses were run 
following each set of items removal to see if this altered the factor structure. Firstly, 
items 8 and 30, then items 4 and 28, and finally items 7 and 10 were removed. The 
resulting factor analyses still did not result in usable or interpretable factors.
Therefore, as the ABQ did not seem to be tapping into a clear set of underlying 
dimensions that were causing the correlations between the variables, the next strategy 
was to examine the individual items for correlations with variables such as training 
and experience in autism.
Stage 2: Exploring the relationship between beliefs about autism and type
of service, experience and training in autism (Concurrent Validity)
3 Individual item analysis^
Although the overall questionnaire did not have a clear factor structure, there were a 
number of items that appeared to distinguish between experts and care staff (in 
different services and with different levels of experience and training in autism).
3.1 Items that discriminated between experts and care staff in different 
services
Kruskal-Wallis tests were run on all 30 items (a Bonferroni correction was used to 
reduce the chance of Type I errors), and a significant difference between experts
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(n=12) and care staff in learning disability services (n=33) or learning disability and 
autism services (n=32) or autism specific services (n=29) was found on four items 
(see Table 5). Mann Whitney U tests were run on these four items to explore where 
this difference lay, specifically comparing experts with care staff in each type of 
service (these results should be interpreted with caution, as the Bonferroni correction 
was not used, as this very conservative correction made the significance criteria too 
restrictive to see any effects). On all four items, care staff in all types of service were 
found to be significantly different to experts (see Table 5).
Table 5: Item differences between experts and different services
Kruskal-
WalHs
Median 
(Mean) *
Item P Expert ASD ASD
&LD
LD
1. Caused by biological factors. 17.53 .001 1.50
(1.67)
3.00*
(3.36)
3.00*
(3.23)
2.00*
(2.55)
14. Like to have lots o f  choice. 15.32 .002 6.00
(5.50)
5.00*
(4.66)
5.00*
(4.10)
4.00*
(3.88)
17. Change the environment 
around them
18.45 .000 2.00
(2.00)
4.00*
(4.07)
3.50*
(3.72)
3.00*
(3.82)
22. Highly developed skills. 18.75 .000 5.00
(4.75)
4.00*
(3.45)
3.00*
(3.53)
3.00*
(2.67)
1 =  strongly agree, z  =  agree, j  = somewnai agree, 4 = somewnat aisagree, d  — aisagree, o - 
strongly disagree, ^Degrees o f  Freedom =  2, * Significant difference (one-tailed, p <  .05) to 
experts on Mann Whitney U
3.2 Items that discriminated between experts and care staff witb different 
levels of experience of autism
In order to develop categories of care staff with different levels of experience of 
autism, responses to three demographic questions (time per week spent working with 
people with autism, average number of people with autism worked with per year, total 
number of people with autism worked with) were assigned scores, to reflect higher 
scores for people who worked more per week with people with autism, and with more
 ^Wording in all tables is shortened, see appendix C for full wording.
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people with autism. Then approximately half of the care staff who had lower scores 
were assigned to the less experienced group and half with higher scores were assigned 
to the more experienced group.
Kruskal-Wallis tests were run on all 30 items, and a significant difference was found 
on seven items, between experts (n=12) and care staff with more (n=43) or less (n=51) 
experience of autism (see Table 6). Mann Whitney U tests were run to explore where 
this difference lay on these seven items, specifically comparing experts with more 
experienced care staff, and comparing experts with less experienced care staff (these 
results should be interpreted with caution, as the Bonferroni correction was not used).
On all seven items, less experienced care staff were found to have significantly 
different responses to experts, and on all but two items (21 and 25) more experienced 
care staff also had significantly difference responses to experts.
Table 6: Item differences based on experience of autism
Kruskal-
Wallis
Median
(Mean)
Item H"’ P Expert More exp 
care staff
Less exp 
care staff
1. Caused by biological factors. 12.28 .002 1.50
(1.67)
2.50*
(2.88)
3.00*
(3.19)
6. Not benefit fi*om treatment. 13.12 .001 6.00
(5.92)
5.00*
(5.18)
5.00*
(4.84)
14. Like to have lots of choice. 12.28 .002 6.00
(5.50)
5.00*
(4.37)
4.00*
(3.98)
17. Change the environment around 
them
19.49 .000 2.00
(2.00)
3.00*
(3.67)
5.00*
(4.09)
21. Say more than understand or use 
language do not understand.
12.40 .002 2.00
(1.83)
2.00
(2.40)
3.00*
(2.95)
24. Make life predictable. 13.69 .001 1.00
(1.42)
2.00*
(2.53)
3.00*
(2.91)
25. Problems imagining what others 
are thinking.
12.76 .002 1.00
(1.50)
2.00
(1.96)
2.00*
(2.50)
“ 1 = strongly agree, 2 = agree, 3 = somewhat agree, 4 = somewhat disagree, 5 = disagree, 6 = 
strongly disagree, ‘’Degrees of Freedom = 2, * Significant difference (one-tailed, p < .05) to 
experts on Mann Whitney U
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3.3 Items that discriminated between experts and care staff witb different
levels of training in autism
To develop categories of care staff with different levels of training in autism, 
responses to the demographic question on training in autism were used. Each type of 
training was given a score and then scores were added together, so that higher scores 
represented more training in autism. Care staff were then split into those with no 
training (0 sessions), those with little training (between 1-3 sessions), and those with 
much training (4 or more sessions).
Kruskal-Wallis tests were run on all 30 items (with the Bonferroni correction used), 
and a significant difference between experts (n=12) and care staff with much (n=23), 
little (n=41), or no (n=29) training in autism (N=93, as one care staff did not complete 
the training section on the demographic questionnaire) was found on 15 items (see 
Table 7). Mann Whitney U tests were run on these 15 items to examine where this 
difference lay, specifically comparing experts to care staff with much training, experts 
to care staff with little training, and experts to care staff with no training (caution 
needed, as the Bonferroni correction was not used).
On most items (except item 2), care staff with little or no training were found to have 
significantly different responses to experts. However, there were only three items (1, 
17, and 24) where there was a significant difference between experts and care staff 
with much training, showing that overall, care staff with more training tended to have 
responses that are mainly in line with experts’ responses.
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Table 7: Item differences based on training in autism
Kruskal-
Wallis
Median
(Mean)*
Care staff training
Item P Expert Much Little None
1. Caused by biological factors. 15.63 .001 1.50
(1.67)
3.00* 
(3 41)
3.00*
(3.08)
2.00*
(2.66)
2. Treatment works if want to get 
better.
22.18 .000 5.00
(5.00)
6.00
(5.57)
5.00
(5.00)
5.00
(4.24)
3. Warm and loving environment can 
overcome autism.
18.10 .000 5.00
0L67)
5.00
(4J5)
3.00*
(3.54)
3.00*
(2.79)
6. Not benefit from treatment. 14.38 .002 6.00
(5.92)
6.00
(5.35)
5.00*
0193)
5.00*
(5.04)
7. All treated the same. 15.93 .001 6.00
(5.67)
6.00
(445)
5.00*
(4.10)
3.00*
(3.24)
11. To make ‘normal’ break 
obsessions.
16.14 .001 6.00
(5.58)
5.00
(5.22)
5.00*
(4.13)
5.00*
(4.41)
14. Like to have lots of choice. 28.53 .000 6.00
(5.50)
5.00
(5.04)
5.00*
(445)
3.00*
(3.38)
15. Treated the same as people with 
learning disabilities.
20.05 .000 5.00
(5.33)
5.00
(447)
5.00*
(4.08)
3.00*
(345)
16. Caused by emotional factors. 16.60 .001 6.00
(5.75)
6.00
(5.65)
5.00*
(4.90)
5.00*
0142)
17. Change the environment around 
them
19.56 .000 2.00
(2.00)
3.00*
(3.78)
4.00*
(L78)
5.00*
0144)
21. Say more than understand or use 
language do not understand.
15.36 .002 2.00
(1.83)
2.00
(2.05)
3.00*
(2.85)
3.00*
(2.90)
22. Highly developed skills. 14.92 .002 5.00
(4.75)
4.00
(342)
3.00*
CL29)
3.00*
CL83)
23. Possible to cure autism. 22.97 .000 6.00
(5.75)
6.00
(5.44)
4.00*
0147)
5.00* 
(4 62)
24. Make life predictable. 16.11 .001 1.00
(1.42)
2.00*
(2.44)
3.00*
(2.98)
2.00*
(240)
25. Problems imagining what others 
are thinking.
23.60 .000 1.00
(1.50)
1.00
(1.48)
2.00*
(2.20)
3.00*
(179)
Strongly disagree, ^Degrees of Freedom = 3, * Significant difference (one tailed, p < .05) to 
experts on Mann Whitney U.
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3.4 Associations between experience of autism and training in autism
It was expected that the experience of autism and training in autism scales were likely 
to be correlated, therefore Spearman’s rho correlations were run for all participants to 
check this, and experience in autism was found to have a significant correlation vrith 
training in autism (p = .528, p<.001, n=105).
3.5 Items that discriminated between age and ethnicity
To check whether there were any other demographic factors that discriminated 
between the items, Kruskal-Wallis tests were run on all 30 items, and no significant 
differences (based on a significance criteria of p<.002) were found for age or ethnicity 
on any of the 30 items.
Stage 3: Test-retest reliability and internal consistency assessment of ABQ
4.1 Test-retest of individual items
Due to the large number of tied ranks (due to the 6-point scale) and non-normal 
distribution of the data, Kendall’s tau was used to examine the correlations between 
items at the two administrations. The test-retest coefficients for the individual items 
were all significant (see Table 8 -  item wording shortened). The correlations on all 30 
items were quite low, given the short period of time between the administrations. 
Three items had correlations below .4 (items 5, 8, and 26), suggesting that these items 
are likely to be unstable. Given that most test-retest analyses and thus conventions are 
based on parametric correlations, it is difficult to say how good these correlations are. 
However, the correlations were low to moderate, therefore, it is likely that the items 
showed poor (approximately .2 -.5) to acceptable (approximately .5 -.7) test-retest 
reliability.
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Table 8: Correlations between items over time
Item Correlation
1. Caused by biological factors. .486*
2. Treatment works if want to get better. .666*
3. Warm and loving environment can overcome autism. .528*
4. Exceptional or special skills. .403*
5. Rewarding ‘normal’ reduces autistic behaviour. .395*
6. Not benefit from treatment. .630*
7. All treated the same. .557*
8. Caused by genetic factors. .393*
9. ‘Difficult’ or ‘challenging’ behaviours way of communicating. .483*
10. Difficult to understand social situations. .473*
11. To make ‘normal’ break obsessions. .510*
12. Understand visual better than verbal communication. .524*
13. Act without thinking of consequences. .443*
14. Like to have lots of choice. .615*
15. Treated the same as people with learning disabilities. .613*
16. Caused by emotional factors. .596*
17. Change the environment around them .529*
18. Cannot help behaving in challenging way. .424*
19. Helped to cope better. .519*
20. Overwhelmed by stimulation. .531*
21. Say more than understand or use language do not understand. .426*
22. Highly developed skills. .619*
23. Possible to cure autism. .643*
24. Make life predictable. .600*
25. Problems imagining what others are thinking. .515*
26. Take phrases literally. .295*
27. Make interact with others. .407*
28. Understand more than they let on. .500*
29. Accept behaviour rather than insist. .477*
30. Difficult to get emotionally close. .503*
* Correlation is significant at the 0.01 level (2-tailed)
Seven of the 67 (10%) participants said that they believed that their beliefs had 
changed since they last completed the questionnaire. However, from examination of 
their reasons why, it seems that most that put yes were answering that they believed 
that their beliefs had changed since working with people with autism generally, and 
only one person (2%) said that they had talked with colleagues since the last 
questionnaire.
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5 Revised version of the ABQ
Based on all these findings the final step of the project was to produce the best 
possible questionnaire. Of the 14 items that distinguished between care staff and 
experts, 12 items that were found to have acceptable (above .5) test-retest reliability 
were retained. These items were also believed to have good content validity (due to 
the steps outlined in section 1.2.1 of the method to ensure content validity). This final 
version of the ABQ is presented in appendix U, and is believed to have clinical utility 
for the evaluation of staff training sessions. However, further reliability analyses are 
needed with this item list with a larger sample of care staff.
6 Summary of the findings
Given the statistical findings of this study, the following research questions were 
addressed:
Research question 1: The Construct Validity of the ABQ will be investigated by 
carrying out a Factor Analysis of the scores. The ABQ will yield more than one factor 
and the factors will be related to each other. (Stage 1)
Factor analysis of the ABQ yielded no usable factors.
Research question 2: The Concurrent Validity of the questionnaire will be 
investigated by examining whether there is an association between scores on the ABQ 
and certain demographic factors i.e. type of service worked in, experience of autism, 
and training in autism. ABQ scores vrill be related to type of service, experience and 
training in autism, in particular working in autism specific services, and having more 
training and experience will be associated with beliefs more in line with experts. 
(Stage 2)
187
For 14 items there was a significant difference between experts and care staff, 
confirming this prediction. In particular there were more differences between experts 
and care staff with less experience of autism, than between experts and care staff with 
more experience of autism. In addition, there were more differences between experts 
and care staff with little or no training in autism, than between experts and care staff 
with much training in autism.
Research question 3: The ABQ will have good reliability when it is assessed over 
two points in time and will have good internal consistency. (Stage 3)
Test-retest reliability was unable to be tested using factor scores over time, as the 
factor analyses did not find an underlying factor structure of the ABQ. Therefore 
individual item analysis was carried out, and 27 of the 30 items were found to have 
poor to acceptable test-retest reliability. The internal consistency was unable to be 
tested as no clear underlying factor structure was found.
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DISCUSSION
This section will discuss the main findings of the data analysis, the limitations of the 
current study, the implications of these findings for clinical practice and research, and 
recommendations for future research in this area.
1 Main Findings
1.1 Development of the ABQ and examination of its Construct Validity (Stage 
1)
1.1.1 Content Validity
One way of developing a questionnaire with good construct validity is by using 
methods that ensure that it has good content validity, as this is a component of 
construct validity. Content validity is a measure of how relevant the items are for a 
particular assessment purpose and how representative they are of the construct being 
measured (beliefs about autism). The ABQ was developed using methods to ensure 
content validity, including conducting a thorough literature review about autism and 
beliefs about autism, consulting with experts in autism and psychologists working 
with people with learning disabilities, piloting the ABQ with a group of care staff 
working with people with learning disabilities, and getting an expert in psychometrics 
to review the ABQ for technical quality. This yielded a set of items believed by a 
number of experts in autism to be representative of possible beliefs about autism that 
care staff may have, and to have clinical utility for the purposes of evaluating training 
in autism. Therefore, overall the ABQ seemed to have good content validity.
1.1.2 Construct Validity and factor structure
The construct validity of the ABQ was further investigated by carrying out a factor 
analysis of the scores. The factor analysis yielded no usable factors, even following 
removal of problematic items. Therefore, the ABQ did not seem to be tapping into an
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underlying set of dimensions. This finding does not mean that the ABQ has no 
clinical utility (see section 1.4 of this discussion).
One limitation of the current study was the sample size, because although 
recommendations by Sapnas & Zeller (2002; as cited in Tabachnick & Fidell, 2006) 
say that in some circumstances 100 or maybe even 50 participants may be sufficient, 
this is only acceptable when there is a clear factor structure to be identified among 
well intercorrelated items, otherwise they recommend sample sizes of at least 150 or 
more for factor analyses. However, that was beyond the scope and resources of the 
current study. Perhaps if there had been more participants the factor analysis may 
have yielded some usable factors. The fact that no clear factor structure was found 
could also be due to a number of other difficulties e.g. some items had non-normal or 
strange distributions or outliers, and some items may have been interpreted in 
different ways than the author intended.
It is possible that there were a large number of factors, and that the ABQ had too few 
items tapping into each factor. This idea is supported by the category sort (conducted 
by two experts -  see appendix Q), as a large number of possible categories of beliefs 
were identified. The justification for including fewer items was that the questionnaire 
had to be short and not take too long to fill out, so that care staff would be willing to 
complete it. Also, it was only feasible to collect a certain number of participants 
within the given time restraints, and in order to do a factor analysis on the items, there 
had to be enough participants per item, therefore, the questionnaire needed to be no 
longer than 30 items. Perhaps if fewer categories had been included, with more items 
per category a better factor structure would have been found.
1.2 Examination of the Concurrent Validity of the ABQ -  Type of service, 
experience of and training in autism (Stage 2)
To provide further evidence in support of the construct validity of the ABQ, its 
concurrent validity was examined. It was predicted that working in autism specific 
services rather than learning disability services, and having more training in and 
experience of autism would be associated with beliefs more in line with experts. This
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prediction was confirmed by the finding that there were fewer significant differences 
between experts and care staff with more experience in autism, than between experts 
and care staff with less experience in autism. In addition, there were fewer significant 
differences between experts and care staff with much training in autism compared to 
the differences between experts and care staff with little or no training in autism. 
Therefore, overall the ABQ seemed to have reasonable concurrent validity, 
particularly in relation to experience of autism and training in autism. With regards to 
service type, for the four questions where there was a difference, care staff in all 
services were significantly different to experts. No significant differences were found 
with regard to age or ethnicity; therefore, the differences according to experience and 
training did not seem to be an artefact of age or ethnicity of the participants.
1.3 Test-retest reliability and internal consistency of the ABQ (Stage 3)
As no clear underlying factor structure was found, individual item analyses were 
carried out, and 27 items were found to have poor to acceptable test-retest reliability. 
The size of the sample is comparable to previous questionnaire studies that examined 
test-retest reliability (e.g. Campbell et a l, 1996). The characteristics of the 
participants who completed the second administration were also comparable to those 
who completed the first in terms of age, gender, and ethnicity (see section 2.2.3 of the 
method section).
The reliability of the ABQ was likely to have been affected by the number and type of 
items, the variability of the sample, and the testing procedures. There were a good 
number of items, so this would have increased the reliability (according to Field,
2005). In addition, the sample contained individuals fi*om a range of backgrounds (in 
terms of age, sex, training, experience, ethnicity, education, and profession), so this 
would have increased the reliability of the ABQ. However, although researchers 
attempted to ensure that the testing procedures and environment of testing were as 
ideal (e.g. fi'ee from distractions) and consistent as possible, it was not possible in a 
non-experimental situation to control for the realities of a residential/day centre 
environment, and often participants were distracted by phone calls, noise, other staff
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members and clients during completion of the questionnaires. This may mean that in 
some instances responses may not be completely accurate.
1.4 Final version of the ABQ
Based on all these findings the final step of the project was to produce the best 
possible questionnaire. Items that did not distinguish between care staff and experts 
were deleted (see section 2.2 of this discussion for fiirther examination of these items). 
This resulted in a questionnaire containing 14 items, which had been found to 
discriminate between care staff and experts (see section 2.1 of this discussion for 
exploration of these items). Two items were then deleted as they were found to have 
poor (correlation below .5) test-retest reliability, leaving a total of 12 items that 
discriminated between experts and care staff, had acceptable test-retest reliability, and 
were believed to have good content validity (see appendix U for revised ABQ). For 
future research purposes and for clinical utility this revised ABQ will provide an item 
list that can be used with care staff and other professionals.
1.5 Comparison with previous measures
Often the psychometric properties of questionnaires are not assessed at all, or when 
they are they are not as would have been expected. In the original studies on the 
Autism Survey (Stone, 1987), the items were not generated using rigorous methods to 
ensure content validity. However, the current study followed methods (as outlined by 
Haynes et a l, 1995) to ensure content and construct validity of the ABQ. Stone 
(1987; Stone & Rosenbaum, 1988) did not even attempt to assess other aspects of the 
reliability and validity of the questionnaire. Between the time it was developed and 
when it was finally assessed for reliability and validity nine years later, the Autism 
Survey was used informally to evaluate training (Campbell et a l, 1996), without any 
knowledge of its psychometric properties. In addition, when it was evaluated the 
population used had a minimal amount of variability, in terms of qualifications, and 
experience in autism, which would have reduced the reliability in other less 
homogenous populations (Field, 2005). In contrast the population used in the current 
study to assess the ABQ had a range of variability in terms of qualifications, training.
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experience, profession, and ethnicity. Later studies that went on to adapt the Autism 
Survey (e.g. Helps et a l, 1999; Mavropoulou & Padeliadu, 2000; Preece & Jordan, 
2006) did not carry out any reliability or validity analyses on these adapted versions, 
and given that these studies were significantly later and in very different cultural 
contexts (Greece and UK) to the original studies (USA), it seems that relying on the 
validity and reliability findings of the original studies would not be recommended.
Fumham and Buck (2003) were not very thorough in the reliability and validity 
assessment of their questioimaire. They had reliability issues because they presented 
participants with a description of autism prior to completing the questionnaire, 
therefore correcting some misconceptions that may have been present before even 
giving them the questionnaire. Their analysis of the construct validity was not 
theoretically sound, as the factors did not seem to be measuring underlying 
dimensions, and for some factors there were few items in each factor. In addition, the 
predicted three-factor model for the Autism Survey was not supported, which suggests 
that the initial construct definition was weak. Therefore it seems that all the studies 
that attempted to develop a questionnaire to measure beliefs about autism have had 
issues in terms of their underlying factor structure and construct validity, which in 
itself raises questions about whether an identifiable factor structure of beliefs about 
autism actually exists.
2 Additional findings
2.1 General misconceptions
A number of significant misconceptions were found to be present in care staff (when 
responses on individual items were compared to experts’ responses), particularly care 
staff with less experience and training in autism. This is in keeping vrith previous 
research in other types of staff groups and with carers/parents, which found that even 
professionals (e.g. teachers, psychologists, psychiatrists) working with people with 
autism endorse outdated beliefs (e.g. Heidgerken et a l, 2005; Helps et a l, 1999; 
Stone, 1987). Care staff also seemed to have a similar number of misconceptions
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(significant differences on 14 items), compared to participants in previous studies. 
Those studies found significant differences between experts and professionals or 
parents on 10 (Helps et a l, 1999), 11 (Stone & Rosenbaum, 1988), 12 (Heidgerken et 
al, 2005), and 16 (Stone, 1987) items.
One misconception that care staff with little or no training in autism held was that 
“providing a warm and loving environment can help people overcome autism” (item 
3). They also were significantly more likely (compared to experts) to agree with the 
idea that “autism is mainly caused by emotional factors i.e. stressfiil home life, bad 
upbringing, cold parenting” (item 16). Both these beliefs are no longer supported by 
the research literature or experts in the field. These are common misconceptions that 
have been found in a number of other recent studies, in the general population 
(Fumham & Buck, 2003), in parents of children with autism (Harrington et a l, 2006), 
in health professionals in the US (Heidgerken et a l, 2005), in teachers in Greece 
(Mavropoulou & Padeliadu, 2000), and in social workers in the UK (Preece & Jordan,
2006). This finding has implications for care staff’s understanding of both the cause 
of autism and in turn the appropriate treatment that might be needed to help people 
cope. For example, staff may believe that no treatment will work, because it was the 
care received when young that caused difficulties, or staff may think that providing 
clients with emotional warmth and caring could cure them. Research into illness 
belief models (Leventhal et a l, 1980) has found that belief in certain causes will 
impact on coping. It is possible that by believing that the person’s autism was caused 
by emotional factors, care staff may feel that they are somehow lacking in caring 
behaviour, and this in turn may impact on staffs’ ability to cope with their caring 
responsibilities.
The above misconception might possibly link with another finding, that care staff with 
little or no training in autism were significantly more likely to endorse the belief that 
“it is possible to cure people of autism” (item 23). Whilst it is possible (given the 
ever-changing nature of research into autism) that at some point a cure may be 
developed for autism, there is currently no known cure available. A belief that there is 
a cure may lead care staff to work very differently with someone with autism, than if 
they believed that it was a life-long condition. They may be more likely to become
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despondent when their attempts to ‘cure’ the person did not work, or they may blame 
the person for not wanting to get better. These ideas are supported by the Health 
Belief Model (HBM - Rosenstock, 1966), research into which has found links between 
a carer’s perceptions of severity of a person’s illness and his/her health behaviour 
(such as medication and treatment adherence). Previous studies with health 
professionals (Heidgerken et a l, 2005; Stone, 1987) and with parents and teachers of 
children with autism (Stone & Rosenbaum, 1988) have also found agreement with the 
idea that autism is only a temporary condition that can be cured.
The belief that it is possible to cure autism may be associated with item 11, “to make 
someone with autism ‘normal’ you need to break his or her obsessions”. Care staff 
with little or no training were significantly more likely compared to experts to believe 
this statement. This may reflect their understanding that autism is a curable condition, 
and that in order to ‘cure’ them and make them ‘normal’ you need to encourage them 
to act in normal ways. This may lead to some very distressing and possibly unethical 
care practices, and reflects a lack of understanding about what fimction obsessional 
behaviours may serve for a person with autism.
Another significant finding is that care staff with little or no training in autism were 
more likely to believe that “people with autism always have highly developed skills 
e.g. memory for dates, drawing, calculating” (item 22) compared to care staff with 
more training and experts. This is a common misconception based on stereotypical 
images of people with autism in films, books, and the media, as being ‘autistic 
savants’. While individuals with autism may have very variable skills in a number of 
different areas, it is unlikely that most will have these exceptional abilities (Howlin, 
2004). This may therefore lead care staff to have unrealistic expectations about 
people with autism. It may mean that care staff are not aware of areas of low 
functioning or they may over-estimate abilities, which could lead to fiiistration for the 
person with autism if they do not receive the support they need. The belief that people 
with autism have special skills or abilities is a common misconception that has been 
found in health professionals (Helps et a l, 1999; Stone, 1987) and in parents and 
teachers of children with autism (Stone & Rosenbaum, 1988).
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Care staff with little or no training or less experience in autism were less likely to 
believe that “people with autism have problems imagining what other people are 
thinking” (item 25). This is worrying, because this is a core feature of autism (Baron- 
Cohen et a l, 1985). If care staff are unaware of this then they may believe that people 
with autism are uncaring and deliberately hurtful or rude to other people, rather than 
realising that people with autism may not understand other people’s intentions or what 
others may be thinking. It also may mean that care staff may not be explicit about the 
thinking behind their own actions, and this could lead to people with autism becoming 
distressed or responding in a challenging way because they do not understand why a 
staff member acted a certain way. In addition to lack of endorsement of item 25, all 
care staff were significantly less likely to endorse the belief that “support staff should 
make life predictable for people with autism” (item 24), and care staff with less 
experience and training were more likely to believe that “people with autism like to 
have lots of choice” (item 14). These are both key to understanding how best to care 
for people with autism, as they can become overwhelmed by too much choice and 
need things to be predictable and structured (Howlin, 2004).
One of the items that distinguished between experts and care staff from all types of 
service, and with all levels of training and experience was item 17 “the best way to 
help a person with autism is to change the environment around them”. Experts agreed 
with this item, whereas care staff with little or no training or less experience disagreed 
with this item, and even care staff with more experience and training only somewhat 
agreed with this item (all significantly different responses to experts). This is an 
interesting finding, given the more recent adoption of the social model of disability 
(Campbell & Oliver, 1996), which has led to greater focus on changing the 
environment around the person with autism (Aylott, 2000). Lack of endorsement of 
this belief may lead to care staff minimising the impact of the environment on the 
person, and believing that the person responds in a particular (perhaps challenging) 
way with malicious intent or due to some other cause e.g. medical or to get the 
attention of the staff member. Evidence from Weiner’s (1985) theory of helping 
behaviour suggests that beliefs about the controllability of a behaviour affect the 
emotion experienced by the carer (Brewin et a l, 1991). This may lead to care staff 
feeling angry with the person with autism.
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Care staff with no training in autism were more likely to endorse the belief that 
“people with autism should all be treated the same” (item 7), and the belief that 
“people with autism can be treated the same as other people with learning disabilities” 
(item 15). This runs counter to the idea that people with autism should have an 
individualised approach to care and treatment (which was something that came up 
quite regularly in comments by care s ta^ . It also does not acknowledge that there are 
different ways of working with an individual with autism compared to working with 
someone with learning disabilities, and may lead to care staff working in the same 
way with everyone regardless of their diagnosis or individual needs.
Finally, all care staff (regardless of type of service, training, or experience in autism 
were significantly less likely to agree that “autism is mostly caused by biological 
factors i.e. brain abnormalities, pregnancy complications” (item 1). This possibly may 
link with the endorsement in an emotional cause of autism, as care staff may be less 
likely to believe in a biological cause if they think that cold parenting causes autism. 
This goes against previous findings where belief in biological explanations of cause 
was endorsed by participants from the general population (Fumham & Buck, 2003) 
and parents of children with autism (Harrington et a l, 2006).
With all of these findings, it is important to remember that training in autism and 
experience of autism are correlated (see section 3.4 of the results section), and that 
although there are associations between training, experience and particular beliefs, it 
is impossible to infer causality. For example, it is possible that care staff with more 
training may have had more of an interest in autism anyway or have had other types of 
experience not measured by the demographic questionnaire, and so may have held 
more accurate beliefs (or been more open to endorsing these beliefs) before 
participating in any training. In addition, this study relied on individuals’ self-report 
on the demographic questionnaire and was therefore liable to inaccuracies. Also, only 
a small number of factors that could be associated with beliefs about autism were 
examined (type of service, experience of autism and training in autism), and it is likely 
that many different contextual, interpersonal, and historical factors play a role in the 
development of different beliefs.
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2.2 Items that care staff and experts agreed on
There were 16 items where care staff and experts seemed to be in agreement i.e. there 
was no significant difference between their responses (a list of these items can be 
found in appendix V). This is encouraging as it shows that care staff hold a number of 
accurate beliefs in line with current literature and experts in autism.
With regards to responding to difficult behaviour, care staff and experts were in 
agreement on a number of items, including: the importance of accepting the behaviour 
rather than insisting people with autism behave in a certain way (item 29), that 
difficult behaviour can be a form of communication (item 9), that people with autism 
may act without thinking of the consequences (item 13), and often cannot help 
behaving in a challenging way (item 18). This contradicts the findings of Heidgerken 
et al (2005), who found that health care professionals still endorsed the idea that 
children with autism are deliberately negativistic and noncompliant. The absence of 
this misconception is positive, because the belief that people with autism behave in a 
challenging way deliberately may lead to blaming care practices e.g. punishing them 
for their behaviour, or not attempting to consider external triggers that may be causing 
their behaviour. However, despite this, care staff still did not endorse item 17 (see 
section 2.1 of this discussion), demonstrating a lack of understanding of the 
importance that the environment might play on a person with autism’s difficult 
behaviour.
Care staff also agreed with experts that people with autism could be helped to cope 
better with things they find difficult (item 19) and they all disagreed that treatment 
only works if the person wants to get better (item 2). This also has good implications 
for adherence to treatment regimes, particularly in care staff working with people with 
autism and severe learning disabilities, who would be unable to communicate that 
they wanted to participate in treatment programmes, or to say if they wished to get 
better. In further support of the positive implications of this finding, research into 
illness beliefs in carers of people with mental health problems found that carers with 
less belief in treatment control and a stronger belief that the person could exert control
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over their illness, tended to experience more distress, and used less active coping, 
acceptance, and positive reframing (Fortune et a l, 2005).
In terms of communication, care staff were in agreement with experts about a number 
of beliefs, including the idea that visual communication may be easier to understand 
than verbal communication (item 12), that people with autism may understand more 
than they let on (item 28), and that they may take phrases literally (item 26). This 
shows awareness in this sample of care staff of some of the communication 
difficulties and the strategies that may help people with autism.
2.3 Generalisability of the findings
There may be some limitations related to the sample and sampling procedures. For 
example, the data may not have been representative of care staff in general in relation 
to literacy, as at least seven care staff were excluded due to literacy or language 
difficulties, and there may have been others who opted out who did not disclose their 
literacy difficulties. Another issue concerning the representativeness of the sample 
may be the fact that many of the care staff had previously worked in the old long-stay 
institutions. It is possible that in particular services there may be ingrained cultural 
beliefs and working practices specific to the local population, where there used to be 
quite a large number of old long-stay institutions. However, overall the staff 
interviewed in this study did have a substantial number of beliefs that were in line 
with experts and current research about autism, so if there were ingrained beliefs these 
were only present in a small proportion of care staff
In other ways, this sample of care staff did seem to be typical of care staff generally 
with regard to age (e.g. Bailey et a l, 2006; McFarlane & McLean, 2003), gender (e.g. 
Hatton et a l, 1999; McFarlane & McLean, 2003), academic qualifications (e.g. 
Robinson et a l, 2005), but not ethnicity (e.g. Bailey et a l, 2006; Hatton et a l, 1999; 
McFarlane & McLean, 2003; Robinson et a l, 2005) (see appendix S for comparison 
table with UK census data). Therefore overall some caution may be needed, given the 
larger proportion of participants from ethnic minorities in this sample, and the specific 
geographical region that they were sampled from.
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2.4 Other limitations
Some participants had difficulties with the questionnaire because it required them to 
answer items about people with autism in a general way. Those participants who had 
experience with people with autism were aware that two individuals with the same 
diagnosis might present differently and therefore each need an individual approach to 
treatment and care. The only way of overcoming this limitation may be to make the 
questionnaire specific to a particular client; however, this changes the purpose of the 
questionnaire, and may ultimately miss some general misconceptions that care staff 
have. Another possible issue, was the fact that a researcher was present during 
questionnaire administrations, to help increase response rates and answer any 
questions as they arose, however, this may have led to a bias in responding.
3 Implications for practice and research, and directions for future research
Previous research has indicated that a number of different groups including parents, 
teachers, and health professionals, still possess misconceptions about autism (e.g. 
Helps et a l, 1999; Stone, 1987). The current study found that some of these 
misconceptions are also present in care staff working with people with learning 
disabilities and autism. This study also found that some of their beliefs (re. the cause, 
treatment, symptoms, severity and care of autism) are significantly different to those 
held by professionals (e.g. psychologists, behaviour specialists) with whom they may 
have regular contact regarding the people with learning disabilities they care for. This 
could lead to difficulties in providing a consistent and effective service to their clients, 
and is an important consideration for any health professional working with care staff.
Examining the beliefs of both care staff and the professionals who work with them 
could be an important way of assessing whether they have a shared understanding of 
their client, and so guide interventions. This assessment of beliefs may also guide the 
level and type of training that is designed for specific groups of care staff. For 
example, if a group of care staff seem to have a number of misconceptions about
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autism it may be important to first target these beliefs, before working on more 
practical issues. The final revised version of the ABQ could be used to assess for 
misconceptions, which could then be specifically targeted in training e.g. through 
education and through experience with clients with autism, and then the revised ABQ 
could be re-administered to assess for any change in beliefs. It would be helpful for 
future studies to examine whether these results would be replicated in other 
populations of both care staff and professionals, and to see whether assessing beliefs 
about autism before and after training is a useful way of evaluating training impact 
and outcome.
The ABQ could also be used with both care staff and other professionals, to assess 
beliefs at different points in time, to see if as experience of autism increases, beliefs 
become more accurate. In addition, it would be usefiil to repeat this study at different 
points in time, to see whether as prevalence rates and general awareness of autism 
continue to increase there is a general cohort effect of more accurate beliefs about 
autism. Repeating this study may demonstrate whether less experienced care staff in 
the fiiture have more accurate beliefs than less experienced care staff in the current 
study as a result of this increased awareness.
From comments made by care staff during data collection it became apparent that 
many care staff did not know the difference between a client who would meet the 
criteria for a diagnosis of autism or one who either just displays traits of autism, or 
who may have other difficulties e.g. mental health problems, attention deficit 
hyperactivity disorder (ADHD), challenging behaviour or even learning disabilities in 
some instances. For those who have had some form of training, this could reflect the 
time when they did their training e.g. one member of staff explained that when they 
trained there was debate about whether autism was a mental illness or a mental 
handicap. In addition, given the fact that many adults with learning disabilities have 
not had their autism diagnosed (Wing & Potter, 2002), it is likely that some of the 
clients who staff say have traits of autism, may actually meet the criteria for a 
diagnosis, but just have not been formally assessed. However, this confusion in 
understanding what autism actually is could mean that care staff are providing an 
inappropriate service for those they care for.
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Many care staff said that they did not think that there was enough training in autism 
and that they would like to have more, but were not sure how to obtain this. This 
supports previous studies which have highlighted that although most care staff have an 
interest in further training, they may have difficulties accessing it (McFarlane & 
McLean, 2003). In addition, the importance of autism-specific training for care staff 
working with people with autism has been emphasised by a number of authors (e.g. 
Barber, 2001; Green-Allison, 1999), and the current study provides further support, 
based on the findings that the care staff who had the most misconceptions and beliefs 
that differed the most fi*om the beliefs of experts were care staff with little or no 
training in autism.
There seems to be a lack of research literature looking at beliefs about autism in 
people caring for and working with adults with autism, so further studies examining 
beliefs in people working with adults with autism are needed, as it is likely that their 
beliefs will have an impact on their behaviour towards people with autism, and these 
beliefs may also be different to those held about children with autism. Future research 
is needed on the revised ABQ, with a larger group of care staff to provide further 
information on its reliability and validity. Research is also needed to look at the 
specific relationship between care staff beliefs about autism and different types of 
outcomes e.g. staff outcomes -  behaviour towards clients, treatment adherence, and 
staff’s coping and emotional responses, as well as client outcomes -  challenging 
behaviour, distress, social relationships, and quality of life.
This study has provided an insight into some of the misconceptions held by care staff 
working with people with learning disabilities and autism. It has produced a brief 
questionnaire that has been found to have reasonable concurrent validity, acceptable 
test-retest reliability, and that is believed to have good content validity in this 
population. The revised ABQ can now be used to evaluate staff training and to fiirther 
explore the impact of beliefs on behaviour.
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• ICD-10 (1993)
F84 Pervasive developmental disorders
A group of disorders characterized by qualitative abnormalities in reciprocal social 
interactions and in patterns of communication, and by a restricted, stereotyped, 
repetitive repertoire of interests and activities. These qualitative abnormalities are a 
pervasive feature of the individual's functioning in all situations.
Use additional code, if desired, to identify any associated medical condition and 
mental retardation.
F84.0 Childhood autism
A type of pervasive developmental disorder that is defined by: (a) the presence of 
abnormal or impaired development that is manifest before the age of three years, and 
(b) the characteristic type of abnormal functioning in all the three areas of 
psychopathology: reciprocal social interaction, communication, and restricted, 
stereotyped, repetitive behaviour. In addition to these specific diagnostic features, a 
range of other nonspecific problems are common, such as phobias, sleeping and eating 
disturbances, temper tantrums, and (self-directed) aggression.
Autistic disorder 
Infantile:
• autism
• psychosis 
Kanner's syndrome
Excludes: autistic psychopathy ( F84.5 )
F84.1 Atypical autism
A type of pervasive developmental disorder that differs fi*om childhood autism either 
in age of onset or in failing to fulfil all three sets of diagnostic criteria. This 
subcategory should be used when there is abnormal and impaired development that is 
present only after age three years, and a lack of sufficient demonstrable abnormalities 
in one or two of the three areas of psychopathology required for the diagnosis of 
autism (namely, reciprocal social interactions, communication, and restricted, 
stereotyped, repetitive behaviour) in spite of characteristic abnormalities in the other 
area(s). Atypical autism arises most often in profoundly retarded individuals and in 
individuals with a severe specific developmental disorder of receptive language.
Atypical childhood psychosis 
Mental retardation witii autistic features
Use additional code (F70-F79), if desired, to identify mental retardation.
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• DSM-IV (1994)
Autistic Disorder
Autism is a developmental disorder that typically appears during the first three years 
of life and may be the result of a neurological disorder that affects the brain. Autism is 
classified by the American Psychiatric Association as a Pervasive Development 
Disorder (APA, 1994). It is defined by symptoms that appear before the age of three 
which reflect delayed or abnormal development in Language, Social Skills and 
Behavioral Repertoire.
Autistic disorder symptoms manifest themselves as follows:
The person fulfills a total of at least 6 criteria fi"om the following 3 lists, distributed as 
indicated:
Impaired social interaction (at least 2):
Markedly deficient regulation of social interaction by using multiple non-verbal 
behaviors such as eye contact, facial expression, body posture and gestures.
Lack of peer relationships that are appropriate to the developmental level.
Doesn’t seek to share achievements, interests or pleasure with others.
Lacks social or emotional reciprocity.
Impaired communication (at least 1):
Delayed or absent development of spoken language for which the patient doesn't try to 
compensate with gestures.
In person's who can speak, inadequate attempts to begin or sustain a conversation. 
Language that is repetitive, stereotyped or idiosyncratic.
Appropriate to developmental stage, absence of social imitative play or spontaneous, 
make-believe play.
Activities, behavior and interests that are repetitive, restricted and stereotyped 
(at least 1 of):
Preoccupation with abnormal (in focus or intensity) interests that are restricted and 
stereotyped (such as spinning things).
Rigidly sticks to routines or rituals that don't appear to have a function.
Has stereotyped, repetitive motor mannerisms, such as hand flapping.
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Persistently preoccupied with parts of objects.
Before age three, the person shows delayed or abnormal functioning in 1 or more of 
these areas:
Social interaction.
Language used in social communication.
Imaginative or symbolic play.
These symptoms are not better explained by Childhood Disintegrative Disorder or 
Retf s Disorder.
Associated Features:
Learning Problem
Dysarthria or Involuntary Movement
Hvpoactivity
Psychosis
Odd or Eccentric or Suspicious Personality 
Anxious or Fearful or Dependent Personality
Cause:
The exact cause or causes of autism is/are still not known but research shows that 
genetic factors are important. It is also evident from research that autism is associated 
with a variety of conditions affecting brain development which occur before, during, 
or very soon after birth.
Treatment:
Treatment of this disorder is very difficult and prolonged. Parents, teachers, and 
therapists work together in coordinated efforts to encourage social adjustment and 
speech development in the child. Positive reinforcement techniques such as offering 
food for appropriate behavior or language responses have been successfiil in 
promoting skills. Treatment may be in an institution, specialized school, day-care 
setting, or in the home. Family members may need counseling because they often feel 
guilty or inadequate. Treatments such as dietary modification and vitamin therapies, 
medication, music therapy, colored or prism lenses, auditory training, sensoiy 
integration, social skills programming, speech therapy.
Counseling and Psychotherapy:
Intensive behavior modification programmes such as; Behavior Analysis and Applied 
Behavior Analysis (ABA).
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W est S u ssex  Local R esearch  E thics Com m ittee
Brighton & Hove City Teaching POT 
1st Floor, Prestam ex House 
Preston Road 
Brighton 
East Sussex 
BN16AG
Telephone: 01273 545373 
Facsimile: 01273 545372
25  July 2006
D ear Mrs Wallington
Full title of study: An investigation of the reliability and validity of a
questionnaire examining beliefs about autism in direct 
care staff working with individuals with a learning 
disability.
REC reference number: 06/Q1911/52
The Research Ethics Com mittee reviewed the above application at the meeting held on 24  
July 2006.
Ethical opinion
Mem bers commented that this was a  well written research project and noted that the main  
purpose o f the study was to produce a validated questionnaire. M em bers w ere happy to 
issue a favourable opinion.
The mem bers of the Com mittee present gave a favourable ethical opinion o f the above  
research on the basis described in the application form, protocol and supporting 
documentation.
Ethical review of research sites
Th e Com mittee agreed that all sites in this study should be exem pt from site-specific 
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Local Research Ethics Committees (LRECs) about the research. The favourable opinion for 
the study applies to all sites involved in the research.
Conditions of approval
The favourable opinion is given provided that you comply with the conditions set out in the  
attached document. You are advised to study the conditions carefully.
Approved documents
The documents reviewed and approved at the meeting were;
A n advisory  c o m m itte e  t o  Surrey  a n d  Sussex S tra teg ic  H ealth  A u th o rity
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Document Version Date
Application 1 09  July 2006
Investigator C V
Protocol 1 08  July 2006
Covering Letter 10 Julv 2006
Letter from Sponsor 30  June 2006
Com pensation Arrangem ents 01 August 2005
Questionnaire: Dem ographic questionnaire for Care  
staff & Experts
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Participant Information Sheet 1 08  July 2006
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Research governance approval
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Procedures for Research Ethics Committees in the UK.
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Chair
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Enclosures: List of nam es and professions of m em bers who w ere present at the meeting 
Standard approval conditions
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Dr Kate Davidson
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University of Surrey
Unis
University of Surrey
School of Human S c ie n c e s
Guildford
Surrey GU2 7XH UK 
Telephone:
+44 (0)1483 689445 
Facsimile:
+44 (0)1483 689550 
www.surrey.ac.uk
Joanna Wallington
Department of Psychology -  PsychD
University of Surrey
7 November 2006
Dear Joarma
Reference: 66-PSY-06
An investigation of the reliability and validity of a questionnaire examining beliefs 
about autism in direct care staff working with individuals with a learning disability
Thank you for your submission of the above proposal.
The School o f Human Sciences Ethics Committee has given a favourable ethical opinion.
If there are any significant changes to this proposal you may need to consider requesting scrutiny by the 
School Ethics Committee.
Yours sincerely
Dr Kate Davidson
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15th November 2006 3, Oak Glade,
Manor Park,
Mrs J. Wallington Epsom,
Trainee clinical psychologist Surrey.
University of Surrey, KT19 8NW
Tel: 01372 
203321
Email: Lisa Musselwhite@sabp.nhs.uk
Dear Joarma,
Re: An investigation of the reliability and validity of a questionnaire examining 
beliefs about autism in direct care staff working with individuals with a learning 
disability
Thank you for sending us all the information relating to your research as part of your 
post graduate education.
The researcher aims to use an autism beliefs questioimaire to ascertain the beliefs of 
approximately 100 direct care staff.
The proposed study is supervised by your academic supervisor.
The Trust is supportive of this study as proposed provided you comply with the 
conditions set out by both the ethics committee and Surrey and Borders Partnership 
NHS Trust.
Yours sincerely
Lisa Musselwhite
Head of Healthcare Standards
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Version 9 -  07.01.07 
Participant Number: Administration number: 
Autism Beiiefs Questionnaire
Date:
Below is a list of statements about Autism. Please say how much do you agree/disagree with 
the following statements? Please circle the number (from 1 -  strongly agree, through to 6 -  
strongly disagree).
strongly somewhat somewhat strongly
agree agree agree disagree disagree disagree
1. Autism is mostly caused by biological 
factors i.e. brain abnormalities, pregnancy 
complications.
2. Treatment of autism will only work if the 
person wants to get better.
3. Providing a warm and loving 
environment can help people overcome 
autism.
4. People with autism are more likely to 
have an area of exceptional skill or special 
skills than other people.
5. Rewarding "normal" behaviour can help 
reduce autistic behaviour.
6. People with autism will not benefit from 
treatment of any kind.
7. People with autism should all be treated 
the same.
8. Autism is mainly caused by genetic 
factors and can run in families.
9. People with autism may show "difficult" 
or "challenging" behaviours a s  a  way of 
communicating.
10. Most people with autism find it difficult 
to understand social situations.
11. To make someone with autism "normal" 
you need to break his or her obsessions.
12. People with autism may understand 
visual communication e.g. pictures, 
symbols, better than verbal communication.
13. People with autism are more likely to 
act without thinking of the consequences.
14. People with autism like to have lots of 
choice.
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strongly somewhat somewhat strongly
agree agree agree disagree disagree disagree
15, People with autism can be treated the 1...............2 ............... 3 ............... 4 ............... 5 ............... 6
sam e as  other people with learning 
disabilities.
16. Autism is mainly caused by emotional 
factors i.e. stressful home life, bad 
upbringing, cold parenting.
17. The best way to help a  person with 
autism is to change the environment 
around them.
18. People with autism cannot help 
behaving in a challenging way.
19. People with autism can be helped to 
cope better with things they find difficult.
20. People with autism may become 
overwhelmed by certain types of stimulation 
e.g. noise or touch.
21. People with autism may be able to say 
more than they can actually understand or 
may use language that they do not understand.
22. People with autism always have 
highly developed skills e.g. memory for 
dates, drawing, calculating.
23. It is possible to cure people of autism.
24. Support staff should make life 
predictable for people with autism.
25. People with autism have problems 
imagining what other people are thinking.
26. People with autism tend to take phrases 
literally e.g. “pull your socks up”.
27. It is important to make people with 
autism interact with others.
28. Some people with autism can 
understand more than they let on.
29. It is better to accept the behaviour of 
people with autism than to insist that they 
behave in a certain way.
30. It is difficult to get emotionally close to 
someone with autism.
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Questions to ask Experts about the questionnaire
As you know, I am in the process of producing a measure of beliefs about autism in 
care staff working with adults with learning disabilities. This questionnaire could then 
be used to help tailor staff training interventions, and to provide a before and after 
measure to evaluate such training. Also, this questionnaire could possibly be used in 
fiiture research to examine the association between beliefs and behaviour.
Ideally the questionnaire will be between 20-30 items long, and as you can see I 
currently have generated a lot more items than that. It would be helpful if you could 
prioritise which items would be of most or least use to you, if you were to use this 
questionnaire. I would also like any other general comments about layout, wording, 
etc. if you have time. Could you please go through the items and email me with your 
feedback in the next 2 weeks (by date 2 weeks later). I apologise for the short time 
frame, but I am in the process of applying for ethics and I have to submit a final 
version of the questionnaire quite soon. Thank you so much for your feedback and 
help, if you have any questions or want to discuss the questionnaire further with me, 
please email me on (investigator’s email), or text/phone me on (investigator’s phone 
number).
Thanks
Joanna Wallington
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Could you please answer the following questions:
1. As you will see, instead of putting the scale next each item for you to answer I have put a 
scale of how relevant you think each item is. Bearing in mind the purpose of the 
questionnaire, for each of the items could you rate at the side of it how relevant it is 1 
being not at all relevant, 5 being highly relevant?
2. Could you go through the questionnaire and mark/highlight/underline (whatever is easiest, 
just let me know what you have done) the 15 most important items that you think should 
definitely be included?
3. Does the questionnaire measure what you think it should be measuring? If not why?
4. Is there anything missing that you think should be in the questionnaire?
5. Are there any items that you think are irrelevant or should be left out? And why? 
Items:-
6. Do you think that any of the items or the format of the questionnaire could cause the 
participants to answer based on a desire to please (Social desirability bias), or make them 
want to hide their true feelings (taking into account that the final questionnaire will be 
anonymous)? If so, which items and why?
7. Are the items representative of the different areas that could be covered? Or are there too 
many/too few items on a particular area?
8. Are any items too specific/not specific enough? (please give items and explain why)
9. Any other comments?
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Autism Beliefs Questionnaire -  Preliminary Draft
Your name: Date:
Below is a list o f statements about Autism. Bearing in mind the purpose o f the questionnaire, 
for each o f the items could you rate at the side o f it how relevant it is (this is a special column 
produced for you to rate relevance and will not be on the final questionnaire). Could you also 
mark the 15 most important items that you think should definitely be included.
Not Slightly Quite Relevant Highly 
Relevant Relevant Relevant Relevant
I. Autism is caused by biological factors 1....................2 .................... 3.................... 4 ..................... 5
1.e. brain abnormalities, pregnancy 
complications, chemical imbalances.
2. Autism is caused by genetic factors. 1.................... 2 ......................3 .................... 4 ................... 5
and can run in families.
3. Autism is caused by emotional factors 1.................... 2 ......................3 .................... 4 ................... 5
i.e. stressful home life, bad upbringing,
cold parenting.
4. Treatment of autism will only work if 1.................... 2 ......................3.................... 4 ................... 5
the person wants to get better.
5. Providing a warm and loving 1.....................2 ......................3 .................... 4 ....................5
environment can help people overcome
autism
6. Changes in diet can be very effective 1....................2 ......................3.................... 4 ....................5
in treating autism.
7. Rewarding‘normal’ behaviour can 1....................2 ......................3 .................... 4 ....................5
help reduce autistic behaviour.
8. People with autism cannot help 1.....................2 ......................3.....................4 ....................5
behaving in a challenging way.
9. People with autism will not benefit from 1................... 2 ......................3 .................... 4 .................... 5
treatment of any kind.
10. People with autism should all be treated 1....................2 ......................3 .................... 4 ....................5
the same.
II. People with autism may show ‘difficult’ 1....................2 ......................3 .................... 4 ....................5
or ‘challenging’ behaviours as a way of
communicating.
12. People with autism may understand 1....................2 ......................3 .................... 4 ....................5
visual communication easier than verbal
communication.
13. Drugs are an effective way o f reducing 1....................2 ......................3.................... 4 .................... 5
challenging behaviours in people with
autism.
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14. People with autism love surprises,
15. People with autism act without thinking 
of the consequences.
16. People with autism can be trained to 
cope better with things they find difficult.
17. People with autism like to have lots of 
choice.
18. It is important to spend time getting to 
know a person with autism.
19. People with autism want to make 
friends.
20. People with autism need consistency.
21. People with autism can be treated the 
same as other people with learning 
disabilities.
22. People with autism do not enjoy group 
activities.
23. People with autism do not cope well 
with distractions.
24. People with autism are best treated like 
children.
25. People with autism are likely to have 
very variable skills in different areas.
26. It is important to plan ahead and 
anticipate fhture problems when working 
with someone with autism.
27. The best way to help a person with 
autism is to change the environment 
around them.
28. To make someone with autism ‘normal’ 
you need to break their obsessions.
29. Most people with autism find it difficult 
to understand social situations.
30. Most people with autism have problems 
with language.
31. People with autism have no imagination
32. People with autism may have special 
interests in certain things.
Not Slightly 
Relevant Relevant 
 2 .....
Quite 
Relevant 
 3....
Relevant
 4...
 4...
Highly 
Relevant 
 5
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33. People with autism may become 
overwhelmed by certain types o f stimulation 
i.e. noise or touch.
34. People with autism may not understand 
as much as they can express.
35. People with autism always have 
specialist skills i.e. photographic memory, 
memory for dates, drawing, calculating.
36. People with autism can understand 
more than they let on.
37. It is possible to cure people of autism.
38. If you teach people with autism how to 
make eye contact they will do better in 
social relationships.
39. Support staff should make life 
predictable for people with autism.
40. People with autism have problems 
imagining what other people are thinking.
41. When talking to someone with autism 
you should keep speech simple and to the 
point.
42. Normally what people with autism say 
is meaningless.
43. People with autism may not always say 
what they mean.
44. People with autism may take phrases 
literally.
45. It is important to make people with 
autism interact with others.
46. People with autism are often boring, 
selfish people.
47. It is better to give into a person with 
autism than to insist they behave in a 
certain way.
Not Slightly 
Relevant Relevant 
 2 .....
Quite 
Relevant 
 3....
Relevant 
 4...
Highly 
Relevant 
 5
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Appendix E
Questions for pilot
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Respondents should be told that they are taking part in a try-out study and that we 
want them to be as critical as possible, ask about things they don’t understand and to 
help us to make a better question schedule. When difficulties arise, say “how would 
you ask a friend about this?” so that they can simplify the questions and put them in 
their own words. There is also the opportunity here for the questionnaire writer to talk 
to respondents to find out what they understood by certain questions or why they 
responded as they did.
Information sheet:
• Is it clear and understandable?
• Does it leave you with further questions about the study? If so, what?
Consent form:
• Is it clear and easy to complete? If not, what would make it better?
Autism Beliefs Questionnaire:
• Instructions clear?
• Scoring clear?
• Layout of questionnaire?
• Wording of questions? How do you think this question should be asked? Can 
respondents answer the questions?
• Length of questionnaire?
• Do the questions make sense? If not why?
• Are there any questions that you had difficulty answering? Why?
• Any irrelevant questions?
• Any potentially offensive or sensitive questions?
• Did you feel that the questionnaire allowed you to say all you wanted on the 
subject?
Demographic Questionnaire:
• Appropriate options or anything missing?
• Wording of questions?
• Any potentially offensive or sensitive questions?
Retest of questionnaires:
• Would you be willing to complete this questionnaire again in two weeks? Or 
would this put you off participating?
Administration of questionnaires:
• Is it okay having a researcher present whilst you are completing the 
questionnaires? Or is this off-putting? Or is this helpful?
• Is there anything that could have been done differently?
• Any other questions or comments?
•  Does the interview retain the attention of respondents throughout?
•  How long does the interview take?
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Appendix F
Demographic questionnaire (care staff)
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Version 2, 04.01.07 DEMOGRAPHIC QUESTIONNAIRE 
Identification Number: Administration Number: 1 Date:
1. Are you male or 
female? (please 
circle)
Male / Female
2. What is your age 
in years? (tick one 
box)
18-29 □ 30-39 □ 40-49 □
50-59 □ 60-69 □ 70 or above □
3. What is your 
profession? (e.g. 
nurse, care worker, 
support worker, etc.)
4. How long have 
you been doing this 
profession?
5. What is your 
current job title?
6. How long have 
you been doing this 
current job?
7. Is the service you 
currently work in: 
(tick one box)
a) For people with Learning Disabilities □
b) For people with Learning Disabilities and Autism □
c) Autism specific □
8. How much of your 
work time do you 
spend working with 
people with Autism? 
(tick one box)
a) None of my time □
b) Some of my time □
c) About half of my time □
d) Most of my time □
e) Approximately all of my time □
9. What educational 
qualifications have 
you received? (select 
all that are relevant)
a) GCSE’s / 'O' Levels □
b) ‘A’ Levels / GNVQ’s □
c) NVQ □
d) Undergraduate Degree i.e. BSc, BA □
e) Masters Degree / Postgraduate Diploma □
f) PhD /Doctorate □
g) No qualifications □
h) Other qualifications (please list) □
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10. Have you had 
any personal 
experience (e.g. 
friend, relative) of 
autism? (please 
circle)
Yes / No
If Yes, go onto question 11, If No, go onto question 
12
11. If yes, what form 
did this experience 
take? (select all that 
are relevant)
a) relative with autism □
Please indicate w h o .....................................................
b) friend with autism □
c) acquaintance with autism □
d) other experience of autism (please list) □
12. Do you have a 
personal interest in 
autism? (please 
circle)
Yes / No
If Yes, please explain what your interest is:
13. Have you had 
any in-service 
training in autism? 
(please circle)
Yes / No
If Yes, go onto question 14, If No, go onto question 
15
14. If yes, what form 
did this training 
take? (select all that 
are relevant)
a) an induction session □
b) a raising awareness course □
c) conference attendance □
d) a course with one meeting □
e) a course which met on 2-6 occasions □
f) a course leading to a qualification □
Name of qualification:...............................................
g) other autism training (please list) □
15. Approximately 
how many clients 
with autism have 
you worked with in 
total?
16. On average, how 
many people with 
autism would you 
work with in a year? 
(tick one box)
NoneO 1-3 □ 4-10 □ 
10-15 □ Over 16 □
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How would you describe your ethnicity?
Choose one section from (a) to (h) and circle the appropriate response to 
indicate your cultural background.
(a) White
British
Irish
Any other White background, please write in below.
(b) Mixed
White and Black Caribbean 
White and Black African 
White and Asian
Any other mixed background, please write in below.
(c) Asian or Asian British
Indian
Pakistani
Bangladeshi
Any other Asian background, please write in below.
(d) Black or Black British
Caribbean
African
Any other Black background, please write in below.
(e) Chinese
Chinese
(f) Arabic
Arabic
(g) Any other ethnic group
Any other ethnic group, please write in below.
Do not wish to indicate
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Appendix G
Demographic questionnaire (experts)
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V ersion 2, 05 01.07 DEMOGRAPHIC QUESTIONNAIRE
Identification Number: Administration Number: 1 Date:
1. Are you maie or 
female? (please 
circle)
Male / Female
2. What is your age in 
years? (tick one 
box)
18-29 0 30-39 0 40-49 0 
50-59 0 60-69 0 70 or above 0
3. What is your 
profession? (e.g. 
psychologist, nurse, 
care worker, etc.)
4. How long have you 
been doing this 
profession?
5. What is your current 
job title?
6. How long have you 
been doing this 
current job?
7. Is the service you 
currently work in: 
(tick one box)
a) For people with Learning Disabilities 0
b) For people with Learning Disabilities and Autism 0
c) Autism specific 0
8. How much of your 
work time do you 
spend working with 
people with Autism? 
(tick one box)
a) None of my time 0
b) Some of my time 0
c) About half of my time 0
d) Most of my time 0
e) Approximately all of my time 0
9. What educational 
qualifications have 
you received? 
(select all that are 
relevant)
a) GCSE’s / ‘O’ Levels 0
b) ‘A ’ Levels /  GNVQ’s 0
c) NVQ 0
d) Undergraduate Degree i.e. BSc, BA 0
e) Masters Degree /  Postgraduate Diploma 0
f) PhD /Doctorate 0
g) No qualifications □
h) Other qualifications (please list) □
10. Have you had any 
personal experience 
of autism? (please 
circle)
Yes /  No
If Yes, go onto question 11, If No, go onto question 12
11. If yes, what form did 
this experience 
take? (select all that 
are relevant)
a) relative with autism □
Please indicate w h o ......................................................
b) friend with autism □
c) acquaintance with autism □
d) other experience of autism (please list) □
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12. Do you have a 
personal interest 
in autism? (please 
circle)
Yes / No
If Yes, please explain what your interest is:
13. Have you had any 
in-service training 
in autism? (please 
circle)
Yes / No
If Yes, go onto question 14, If No, go onto question 
15
14. If yes, what form 
did this training 
take? (select all 
that are relevant)
a) an induction session □
b) a raising awareness course □
c) conference attendance □
d) a course with one meeting □
e) a course which met on 2-6 occasions □
f) a course leading to a qualification □
Name of qualification:...............................................
g) other autism training (please list) □
15. Approximately 
how many clients 
with autism have 
you worked with?
16. On average, how 
many people with 
autism would you 
work with in a 
year? (tick one 
box)
NoneO 1-3 0 4-10 0 
10-15 0 Over 16 0
17. How many years 
have you been 
working with people 
with autism?
18. On average, what 
percentage of time 
do you spend on 
each of these work 
activities?
Direct clinical w ork...... %
Training.......%
R esearch ...... %
O th er.......% Please explain w h a t.........................
19. On average, what 
percentage of time 
do you spend in 
each of these work 
settings?
Private practice...... %
University/college...... %
Community clinic/team.......%
Hospital.......%
Residential care h o m e .......%
O ther.......% Please explain w h e re .......................
20. 1 feel comfortable 
diagnosing or 
identifying an individual 
as having autism, 
(please circle)
Strongly Somewhat Somewhat Strongly 
agree Agree agree disagree Disagree disagree 
1...............2 ............... 3............... 4 ............... 5 ................6
241
How would you describe your ethnicity?
Choose one section from (a) to (h) and circle the appropriate response to 
indicate your cultural background.
(a) White
British
Irish
Any other White background, please write in below.
(b) Mixed
White and Black Caribbean 
White and Black African 
White and Asian
Any other mixed background, please write in below.
(c) Asian or Asian British
Indian
Pakistani
Bangladeshi
Any other Asian background, please write in below.
(d) Black or Black British
Caribbean
African
Any other Black background, please write in below.
(e) Chinese
Chinese
(f) Arabic
Arabic
(g) Any other ethnic group
Any other ethnic group, please write in below.
Do not wish to indicate
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Appendix H 
Covering Letter
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Surrey and Borders Partnership
NHSTruit
Dear
I am a Trainee Clinical Psychologist and I am carrying out some research. The aim of 
my study is to develop a questionnaire to measure beliefs about autism in care staff 
working with people with learning disabilities. I would be grateful if you would read 
the information sheet attached to this letter to see if you would be willing to 
participate. If you would like to take part please sign the consent form that is also 
attached.
The study has been approved by the School of Psychology, University of Surrey, 
Guildford, and the West Sussex NHS Research Ethics Committees and their addresses 
are provided.
i. School of Psychology ii. West Sussex Research Ethics
University of Surrey Committee
Guildford, Surrey Brighton and Hove City Teaching PCT
GU2 7XH REC Office, l"  Floor,
01483 689441 Prestamex House,
171-173 Preston Road, Brighton 
BNl 6AG
Phone: 01273 545373
The project will be supervised by
i. Dr Nan Holmes, Consultant Clinical Psychologist and Clinical Director at the 
University of Surrey Clinical Psychology Course
ii. Dr Zillah Webb, Consultant Clinical Psychologist, Community Team for People 
with Learning Disabilities, Kingsfield Resource Centre, Philanthropic Road, Redhill, 
Surrey, RHl 4DP
Thank you for taking the time to consider participating in this study.
Yours faithfully
Joanna Wallington 
Trainee Clinical Psychologist
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Appendix I 
Information sheet (care sta^
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Surrey and Borders Partnership
NHS Trust
Study title: An investigation of the reliability and validity of a questionnaire 
examining beliefs about autism in direct care staff working with individuals with 
a learning disability.
PARTICIPANT INFORMATION SHEET
You are being invited to take part in a research study. Before you decide it is 
important for you to understand why the research is being done and what it will 
involve. Please take time to read the following information carefully. Talk to others 
about the study if you wish.
Ask us if there is anything that is not clear or if you would like more information.
Take time to decide whether or not you wish to take part.
What is the purpose of the study?
The aim of the study is to investigate whether a questionnaire constructed by the 
author (Joanna Wallington) to examine beliefs about autism is reliable and valid when 
used with direct care staff. This questionnaire will then be a tool, which can be used 
to plan and evaluate staff training, programmes for staff working with people with 
autism.
How have I been contacted?
Permission to approach care-staff to participate in this study was granted by xxxxx 
xxxxxx or xxxxx xxxxxx (Operational Managers in Surrey and Borders Partnership 
NHS Trust). Then all home managers were approached to explain the nature of the 
study, and they have given me your name. Approximately 100 care staff from Surrey 
will be participating in this study.
What do I have to do?
If you agree to take part, one of the researchers involved will contact you to arrange a 
convenient time and place to meet with you. During the meeting you will be asked to 
fill out a couple of questionnaires. The questionnaires will ask you to provide:
i. some information about you (age, training, experience with people with 
autism, etc.)
ii. your beliefs about autism
One further meeting will be arranged, where you will be asked to fill out the same two 
questionnaires approximately two weeks later.
It will take approximately 30 minutes in total to complete the questionnaires. 
Procedures for handling, processing, storage and destruction of your data are 
compliant with the Data Protection Act 1998. Questionnaire information collected
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will be treated in strictest confidence. Your data will be given an identification 
number and your responses will not be identified in the final research document.
What if I do not wish to take part?
It is up to you to decide whether or not to take part. You do not have to take part and 
are free to choose not to. If you do decide to take part you will be given this 
information sheet to keep and will be asked to sign a consent form. If you decide to 
take part you are still free to withdraw at any time and without giving a reason. This 
will not affect your employee rights in any way.
What will happen to the results of the research study?
The results of this study will be submitted as part of a Doctorate in Clinical 
Psychology (for Joanna Wallington) to the University of Surrey, and will also be 
submitted for publication. You will not be identified in any report/publication. If you 
wish, upon completion of the project you can be sent a summaiy of the research 
results, but you will not be able to get feedback on your individual questionnaires. If 
you wish to receive this summaiy please give your contact details to one of the 
researchers.
Who has reviewed the study?
This study was given a favourable ethical opinion for conduct in the NHS by the West 
Sussex REG and the University of Surrey Ethics Committee.
Who benefits from this project and how?
This study will provide a tool, which can be used to plan and evaluate staff training, 
programmes for staff working with people with autism. We cannot promise the study 
will help you but the information we get might help improve the treatment of people 
with Autism.
• If you have any further questions please contact me, Joanna Wallington, at the 
Clinical Psychology Training Programme, University of Surrey, School of 
Psychology, Guildford, GU2 7XH (XXXXXXXXX).
• If you have any complaints about how this study is conducted please address 
these to:
i. Mary John, Course Director, Clinical Psychology Training Programme, 
University of Surrey, School of Psychology, Guildford, GU2 7XH
ii. Ms. Fiona Edwards, Chief Executive, Surrey and Borders Partnership 
NHS Trust, West Park Hospital, Ramsey House, West Park Road, 
Horton Lane, Epsom, KT19 8PH
THANK YOU FOR TAKING TIME TO READ THIS LEAFLET.
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Appendix J 
Consent form
248
Surrey and Borders Partnership
NHS Trust
Identification Number;
CONSENT FORM
Title of Project: An investigation of the reliability and validity of a questionnaire 
examining beliefs about autism in direct care staff working with individuals with 
a learning disabibtv
Name of Researcher: Joanna Wallington supervised by Dr Nan Holmes and Dr Zillah 
Webb.
Please initial box
1. I confirm that I have read and understood the information sheet dated 05.01.07 for 
the above study. I have had the opportunity to consider the information, ask 
questions and have had these answered satisfactorily.
2. I understand that my participation is voluntary and that I am fi*ee to withdraw at 
any time, without giving any reason and without my employee rights being 
affected.
3. I agree to take part in the above study.
Name of Participant Date Signature
Name of Person taking consent Date Signature
(if different from the researcher)
Researcher Date Signature
1 for participant; 1 for researcher
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Appendix K 
Standard instructions given to both researchers
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Instructions for data collection
Before Data Collection
1. Speak to house manager and get permission to approach staff.
2. Find out how many staff they have in their home, and details about what type 
of home/service it is: day/residential, number of clients, type of diagnoses in 
home (e.g. autism, learning disabilities) and how many clients they have with 
autism, what the job title/profession of most staff is (e.g. staff nurse, support 
worker), what training/accreditation the staffhome has in autism, and any 
other relevant information and record this. You may be able to get some of 
this before you go, if you know the homes, or look on their website, etc. but it 
still may be helpful to check the information you have is correct.
Gaining Consent
3. Bring enough copies for the whole staff team, and then give the manager 
copies of the covering letter (1 page), the information sheet (2 pages) and the 
consent form (1 page) to give to each member of staff or ask where best to 
leave them for the staff e.g. pigeonholes, etc.
4. Find out when at least some staff will have been able to look at these (allowing 
at least 24 hours for them to make their decision about participating) and 
return to collect the consent form and give the questionnaires to individual 
members of staff.
5. If they complete the consent form in your presence, you need to remind them 
that they need to initial each box and then put their name, the date and their 
signature. Check that each of these has been done when you put your name 
date and sign (in line marked Name of Person taking consent (if different from 
researcher)).
6. When you return, you can tell staff that they can ask you whatever questions 
they want about the study before they sign the consent form. They have every 
right to not do the study. n.b. If that is the case it may be worth trying to note 
a minimal amount of demographics (if you can) e.g. sex, approx age, type of 
service, etc. that you can gain or estimate without making it too obvious or 
intrusive, just so that I have a vague idea of the drop-out characteristics. But 
don’t worry if you don’t/can’t do this, because it would only be an estimation 
anyway.
Points to remember during Data Collection
7. During data collection you must arrange an individual appointment with each 
staff member (as if you don’t this will effect the results).
8. Make a note of any particular circumstances that you think may have an effect 
on data collection (e.g. noisy environment, distractions, interruptions, etc.).
9. Ask them at the beginning of the interview if they can read and write okay or if 
they will need help (as this is my only exclusion criteria). Make a note of
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anyone who cannot read or write, or speak/read adequate enough English to 
complete the questionnaires, as they will not be included in the final data set, 
but still give them the questionnaires, as it will be qualitatively useful to see 
how they respond. If you feel awkward about asking someone, then say 
something like “Fm sorry if this is not relevant to you, but we have to check 
whether people have difficulty with reading or writing, so that we can make 
sure that we get accurate responses”.
10. Also note down any questions that they ask you and what answer you give 
them, and try and give consistent answers to different staff members (contact 
me to let me know what questions/ answers these are, and I will try and do the 
same with you, so we are both consistent).
11. Also note down if they have problems filling anything in and note any 
feedback about questions, which may need to be altered or re-worded to ensure 
better understanding.
12. Give them the demographic measure (3 pages) first to complete, and then give 
them the Autism Beliefs Questionnaire (2 pages).
13. Make sure you check both questionnaires discreetly before the person leaves to 
make sure they have completed all the questions, and if they haven’t then say 
to them “you’ve missed this question, could you fill it in for me please?” if 
they seem unable or unwilling to answer it ask them what it is about the 
question that makes it difficult for them to answer it, and make a note of their 
response.
14. Also check that you can read the responses they have put in the demographic 
questionnaire, and if you can’t then ask them what things say and re-write 
them beside it, with your initials next to it.
15. Make sure you write 1  ^(circled) on the demographic and Autism Beliefs 
Questionnaires for the first administration, and then 2"  ^(circled) on the second 
lot of questionnaires, so that I can easily tell which one’s which. Also write 
the dates on so you can keep track of time, and so I can know how long there 
was between administrations.
Data Collection
16. When explaining what the study involves, say something like the following: -
“As you will have read in the information sheets, the aim of this study is to develop a 
questionnaire to measure beliefs about autism in care staff working with people with 
learning disabilities. This questionnaire will then be a tool, which can be used to plan 
and evaluate staff training programmes for staff working with people with autism.
The questionnaires will ask you to provide, some information about you (age, training, 
experience with people with autism, etc.), which will then be used to look at 
differences between groups of people, and some information about your beliefs about 
autism. You will not be identified by name in any reports or documents.
One further meeting will be arranged, where you will be asked to fill out the same two 
questionnaires in about two to four weeks time. I will arrange this at the end of the 
session.
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It will take approximately 30 minutes in total to complete the questionnaires.
We cannot promise the study will help you but the information we get might help 
improve the treatment of people with Autism.
I will give you the first one to complete, and then tell me when you have finished and 
I will give you the second one. Please try to complete all the questions in order, and 
feel free to ask any questions”.
17. Take a book/papers, etc. with you that you can seem busy whilst they are 
filling in the questionnaires, so you are not too intrusive, but stay in the room, 
so that they can ask questions as necessary. But discretely note any interesting 
points (as mentioned above in questions 6-11) during this time.
18. At the end of the session arrange to return to see them in 2-4 weeks, and 
explain that during this session they will complete both the questionnaires 
again.
Test-Retest
19. Give the staff member the second version of the demographic questionnaire, 
and the Autism Beliefs Questionnaire. Complete the same observations, etc. 
as before.
20. If they ask why they have to do it again, say something like “so that we see if 
people’s answers to the questions change over time”.
21. Finally, ask them whether upon completion of the project they want to be sent 
a summary of the research results, but tell them that they will not get 
individual feedback on their individual questionnaires. Make a note of their 
response and get their details, e.g. full name, address (probably place of work 
would be best) if they do want to be sent a summary.
Experts Questioimaires
Could you please give the covering letter/information/consent forms to the experts 
you are in contact with, and then when they return them to you could you give them 
questioimaires (and do 2"  ^administration 2-4 weeks later) to complete? Try if 
possible to treat it exactly like the other questioimaires, and tiy and arrange individual 
appointments for them to complete them, but if you can’t then just give them the 
questionnaires to complete in their own time and hand back to you.
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Summary of procedure
1. Speak to home manager and get permission and details of staff/home.
2. Give staff covering letter, information sheet and consent form and allow 24 
hours to gain consent.
3. When consent is gained, arrange individual appointment with staff member 
and check reading and writing, and note down questions, distractions, 
difficulties, etc.
4. Give staff member the Demographic Questionnaire (first version) and then the 
Autism Beliefs Questionnaire. Whilst they are completing it try to be as 
unobtrusive as possible, and check they have completed both correctly and that 
you can read their responses.
5. Book a further session to come back in 2-4 weeks.
6. Give staff member the Demographic Questionnaire (second version) and then 
the Autism Beliefs Questionnaire. And again check they have completed both 
correctly and that you can read their responses.
7. Finally, ask if they want to be sent a summaiy of the research results and take 
their details if they do.
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Information sheet (experts)
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Surrey and Borders Partnership
NHS Trust
Study title: An investigation of the reliability and validity of a questionnaire 
examining beliefs about autism in direct care staff working with individuals with 
a learning disability.
PARTICIPANT INFORMATION SHEET
You are being invited to take part in a research study. Before you decide it is 
important for you to understand why the research is being done and what it will 
involve. Please take time to read the following information carefully. Talk to others 
about the study if you wish.
Ask us if there is anything that is not clear or if you would like more information.
Take time to decide whether or not you wish to take part.
What is the purpose of the study?
The aim of the study is to investigate whether a questionnaire constructed by the 
author (Joanna Wallington) to examine beliefs about autism is reliable and valid when 
used with direct care staff. This questionnaire will then be a tool, which can be used 
to plan and evaluate staff training, programmes for staff working with people with 
autism.
How have I been contacted?
You have been identified as a professional who has a particular expertise or interest in 
autism, and the author has already approached you informally to ask you to participate 
in this research. Your data will be used as a comparison to the data collected from 
care staff working with people with learning disabilities and/or autism. In addition to 
yourself and a number of ofiier professionals, approximately 100 care staff from 
Surrey will be participating in this study.
What do I have to do?
If you agree to take part, you will be emailed or posted the questionnaires to complete, 
which you will then need to email, post or fax back as soon as possible. The 
questionnaires will ask you to provide:
iii. some information about you (age, training, experience with people with 
autism, etc.)
iv. your beliefs about autism
You will be asked to fill out the same two questionnaires approximately two weeks 
later.
It will take approximately 30 minutes in total to complete the questionnaires. 
Procedures for handling, processing, storage and destruction of your data are
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compliant with the Data Protection Act 1998. Questionnaire information collected 
will be treated in strictest confidence. Your data will be given an identification 
number and your responses will not be identified in the final research document.
What if I do not wish to take part?
It is up to you to decide whether or not to take part. You do not have to take part and 
are fi-ee to choose not to. If you do decide to take part you will be given this 
information sheet to keep and will be asked to sign a consent form. If you decide to 
take part you are still fi*ee to withdraw at any time and without giving a reason. This 
will not affect your employee rights in any way.
What will happen to the results of the research study?
The results of this study will be submitted as part of a Doctorate in Clinical 
Psychology (for Joanna Wallington) to the University of Surrey, and will also be 
submitted for publication. You will not be identified in any report/publication. If you 
wish, upon completion of the project you can be sent a summaiy of the research 
results, but you will not be able to get feedback on your individual questionnaires. If 
you wish to receive this summaiy please give your contact details to one of the 
researchers.
Who has reviewed the study?
This study was given a favourable ethical opinion for conduct in the NHS by the West 
Sussex REC and the University of Surrey Ethics Committee.
Who benefits from this project and how?
This study will provide a tool, which can be used to plan and evaluate staff training, 
programmes for staff working with people with autism. We cannot promise the study 
will help you but the information we get might help improve the treatment of people 
with Autism.
• If you have any further questions please contact me, Joanna Wallington, at the 
Clinical Psychology Training Programme, University of Surrey, School of 
Psychology, Guildford, GU2 7XH (XXXXXXXXXXX).
• If you have any complaints about how this study is conducted please address 
these to:
i. Mary John, Course Director, Clinical Psychology Training Programme, 
University of Surrey, School of Psychology, Guildford, GU2 7XH
ii. Ms. Fiona Edwards, Chief Executive, Surrey and Borders Partnership 
NHS Trust, West Park Hospital, Ramsey House, West Park Road, 
Horton Lane, Epsom, KT19 8PH
THANK YOU FOR TAKING TIME TO READ THIS LEAFLET.
257
Appendix M 
Origin of items on the ABQ
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Items on ABQ Item origin
1. Autism is mostly caused by 
biological factors i.e. brain 
abnormalities, pregnancy 
complications.
From Lay Beliefs Questionnaire (Fumham & 
Buck, 2003) -  “Autism is caused by abnormalities 
in the brain” and “Autism is caused by 
complications during pregnancy”. Also, Elder 
(1994, p.l 1), (O'Brien & Daggett, 2006, p.48), and 
DSM-IV (APA, 1994).
2. Treatment of autism will only 
work if the person wants to get 
better.
“Treatment of autism is easier if the sufferer really 
wants to get better” (Fumham & Buck, 2003).
3. Providing a warm and loving 
environment can help people 
overcome autism.
“Providing a warm and loving environment can 
help people overcome autism” (Fumham & Buck, 
2003).
4. People with autism are more 
likely to have an area of 
exceptional skill or special skills 
than other people.
From idea taken from (Moore, 2006, p.44).
5. Rewarding ‘normal’ 
behaviour can help reduce 
autistic behaviour.
“Giving ‘rewards’ for ‘normal’ behaviour can 
reduce autistic behaviour” (Fumham & Buck, 
2003) and DSM-IV (APA, 1994).
6. People with autism will not 
benefit from treatment of any 
kind.
From idea taken from Elder (1994, p. 13).
7. People with autism should all 
be treated the same.
Opposite of: “People with autism will benefit most 
from an individualised approach to treatment” 
(Howlin, 2004, p.65).
8. Autism is mainly caused by 
genetic factors and can run in 
families.
“Autism is caused by genetic factors” (Fumham & 
Buck, 2003), and O’Brien and Daggett (2006).
9. People with autism may show 
‘difficult’ or ‘challenging’ 
behaviours as a way of 
communicating.
From idea taken from Howlin (2004, p.66) and 
Elder (1994, p.l3).
10. Most people with autism 
find it difficult to understand 
social situations.
From idea taken from (Carr, 2006, p.332).
11. To make someone with 
autism ‘normal’ you need to 
break his or her obsessions.
New -  focus group.
12. People with autism may 
understand visual 
communication e.g. pictures, 
symbols, better than verbal 
communication.
From idea taken from Howlin (2004, p.65).
13. People with autism are more 
likely to act without thinking of 
the consequences.
From idea taken from Carr (2006, p.346).
259
14. People with autism like to 
have lots of choice.
From idea taken from Moore (2005, p.6).
15. People with autism can be 
treated the same as other people 
with learning disabilities.
New.
16. Autism is mainly caused by 
emotional factors i.e. stressful 
home life, bad upbringing, cold 
parenting.
Combination of: “Autism is caused by having 
emotionally cold parents”, “Having a ‘bad 
upbringing’ can cause people to develop autism” 
(Fumham & Buck, 2003), “Emotional factors play 
a major role in the eitiology of autism” (the 
Autism Survey, Stone, 1987), and “Autism is an 
emotional reaction to a stressful family or home 
life situation” (Carr, 2006, p.345).
17. The best way to help a 
person with autism is to change 
the environment around them
From idea taken from (Clements & Zarkowska, 
2000, p.222) and focus group.
18. People with autism cannot 
help behaving in a challenging 
way.
Opposite to “Autistic children are deliberately 
negativistic and noncompliant” (Stone, 1987), and 
from idea taken from Elder (1994, p. 13), and focus 
group.
19. People with autism can be 
helped to cope better with things 
they find difficult.
From idea taken from Carr (2006, p.354), Moore 
(2005, p.l3). Elder (1994, pp.12-13).
20. People with autism may 
become overwhelmed by certain 
types of stimulation e.g. noise or 
touch.
From idea taken from Carr (2006, p.354) and focus 
group.
21. People with autism may be 
able to say more than they can 
actually understand or may use 
language that they do not 
understand.
From idea taken from focus group.
22. People with autism always 
have highly developed skills e.g. 
memory for dates, drawing, 
calculating.
“Most autistic children have special talents or 
abilities” (Stone, 1987), and focus group.
23. It is possible to cure people 
of autism.
Similar to “Autism exists only in childhood” and 
“With the proper treatment most autistic children 
eventually outgrow autism” (Stone, 1987), and 
from idea taken from Carr (2006, p.345). Elder 
(1994, p.l 1), and focus group.
24. Support staff should make 
life predictable for people with 
autism.
From idea taken from Moore (2005, p. 52)
25. People with autism have 
problems imagining what other 
people are thinking.
From idea taken from (McKeman & Mortlock, 
1997), and O’Brien and Daggett (2006).
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26. People with autism tend to 
take phrases literally e.g. “pull 
your socks up”.
From idea taken from Mckeman and Mortlock 
(1997).
27. It is important to make 
people with autism interact with 
others.
“Autism can be best helped by encouraging 
sufferers to interact with others who are ‘normal’” 
(Fumham & Buck, 2003).
28. Some people with autism 
can understand more than they 
let on.
From idea taken from supervisor.
29. It is better to accept the 
behaviour of people with autism 
than to insist that they behave in 
a certain way.
From idea taken from Howlin (2004).
30. It is difficult to get 
emotionally close to someone 
with autism.
Similar to “Autistic children do not show social 
attachments, even to parents” (Stone, 1987), and 
from idea taken from experts in autism.
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Appendix N
Demographic questionnaire (second administration)
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V ersion 2, 04 .01 .07  DEMOGRAPHIC QUESTIONNAIRE 
Identification Number: Administration Number: 2 Date:
1. Are you male or 
female? (please 
circle)
Male / Female
2. What is your age 
in years? (tick one 
box)
18-29 □ 30-39 □ 40-49 □
50-59 □ 60-69 □ 70 or above □
3. What is your 
profession? (e.g. 
nurse, care 
worker, support 
worker, etc.)
4. How long have 
you been doing 
this profession?
5. What is your 
current job title?
6. How long have 
you been doing 
this current job?
7. Is the service you 
currently work in: 
(tick one box)
a) For people with Learning Disabilities □
b) For people with Learning Disabilities and Autism □
c) Autism specific □
8. How much of your 
work time do you 
spend working 
with people with 
Autism? (tick one 
box)
a) None of my time □
b) Some of my time □
c) About half of my time □
d) Most of my time □
e) Approximately all of my time □
9. What educational 
qualifications have 
you received? 
(select all that are 
relevant)
a) GCSE’s / ‘0 ’ Levels □
b) ‘A’ Levels / GNVQ’s □
c) NVQ □
d) Undergraduate Degree i.e. BSc, BA □
e) Masters Degree / Postgraduate Diploma □
f) PhD /Doctorate □
g) No qualifications □
h) Other qualifications (please list) □
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10. Have you had any 
personal 
experience (e.g. 
friend, relative) of 
autism? (please 
circle)
Yes / No
If Yes, go onto question 11, If No, go onto question 12
11. If yes, what form 
did this experience 
take? (select all 
that are relevant)
a) relative with autism □
Please indicate w ho.................................................
b) friend with autism □
c) acquaintance with autism □
d) other experience of autism (please list) □
12. Do you have a 
personal interest 
in autism? (please 
circle)
Yes / No
If Yes, please explain what your interest Is:
13. Have you had any 
in-service training 
in autism? (please 
circle)
Yes / No
If Yes, go onto question 14, If No, go onto question 15
14. If yes, what form 
did this training 
take? (select all 
that are relevant)
a) an induction session □
b) a raising awareness course □
c) conference attendance □
d) a course with one meeting □
e) a course which met on 2-6 occasions □
f) a course leading to a qualification □
Name of qualification:...........................................
g) other autism training (please list) □
15. Approximately 
how many clients 
with autism have 
you worked with in 
total?
16. On average, how 
many people with 
autism would you 
work with in a 
year? (tick one 
box)
NoneO 1-3 □ 4-10 □ 
10-15 □ Over 16 □
17. Do you think your 
beliefs and 
attitudes about 
autism have 
changed since you 
last completed this 
questionnaire? 
(Please circle)
Yes/No
If yes, then please give reasons why you think they 
have?
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How would you describe your ethnicity?
Choose one section from (a) to (h) and circle the appropriate response to 
indicate your cultural background.
(a) White
British
Irish
Any other White background, please write in below.
(b) Mixed
White and Black Caribbean 
White and Black African 
White and Asian
Any other mixed background, please write in below.
(c) Asian or Asian British
Indian
Pakistani
Bangladeshi
Any other Asian background, please write in below.
(d) Black or Black British
Caribbean
African
Any other Black background, please write in below.
(e) Chinese
Chinese
(f) Arabic
Arabic
(g) Any other ethnic group
Any other ethnic group, please write in below.
Do not wish to indicate
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Appendix O 
Table of outliers
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Table with details of outliers
Item number Number of outliers Participant numbers
1 4 48, 88, 90, 91
2 7 63, 75, 78, 80, 81, 89,101
3 0
4 0
5 0
6 6 25,26,31,48, 79, 92
7 0
8 0
9 5 20, 22,51,71,105
10 0
11 0
12 5 53,61,73, 96,100
13 0
14 0
15 0
16 8 19,68, 79, 81, 89, 92, 97, 99
17 0
18 0
19 4 3,23, 39, 68
20 2 19, 96
21 4 72, 75, 90, 92
22 0
23 0
24 5 49, 55, 65, 86, 90
25 0
26 2 2,43
27 0
28 0
29 4 88, 90,102,104
30 0
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Appendix P 
Skew and kurtosis data
269
Table of Skew and Kurtosis data
N Skewness Kurtosis
Statistic Statistic
Std.
E rror Statistic
Std.
Error
ql 104 .863 .237 -.160 .469
q2 104 -1.185 .237 .955 .469
q3 106 .074 .235 -1.200 .465
q4 106 .526 .235 -.375 .465
q5 103 .244 .238 -.744 .472
q6 106 -1.444 .235 2.364 .465
q7 106 -.533 .235 -1.290 .465
q8 106 .484 .235 -.334 .465
q9 105 1.433 .236 3.848 .467
qlO 106 1.011 .235 1.134 .465
q ll 103 -1.187 .238 .863 .472
ql2 106 1.175 .235 2.020 .465
ql3 106 1.021 .235 2.031 .465
ql4 105 -.653 .236 -.437 .467
ql5 105 -.790 .236 -.490 .467
ql6 106 -1.486 .235 1.888 .465
ql7 106 -.024 .235 -1.067 .465
ql8 105 .412 .236 -.165 .467
ql9 106 1.195 .235 1.938 .465
q20 106 1.377 .235 2.551 .465
q21 105 .729 .236 .120 .467
q22 106 .028 .235 -1.007 .465
q23 106 -.845 .235 .042 .465
q24 105 .773 .236 -.042 .467
q25 105 1.210 .236 1.431 .467
q26 105 .769 .236 1.326 .467
q27 105 .230 .236 -.506 .467
q28 105 .321 .236 -.634 .467
q29 106 .507 .235 -.355 .465
q30 106 .041 .235 -.819 .465
Valid N 
(listwise) 92
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Appendix Q 
Results of category sort by two experts
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At an earlier stage in the development of the questionnaire, two psychologists with a 
particular expertise in the area of autism took all the items and placed them into 
categories according to what seemed to make the most sense. Here are the results of 
those two sorts. The items that were not in the final questionnaire (which contained 
30 items) have been removed; therefore for one of the experts some categories contain 
very few items. In addition, the content of the items has been shortened for ease, so 
please refer to the actual questionnaire for the frill versions.
Expert l*s sort
Causes
1. Biological cause 
8. Genetic cause 
16. Emotional cause
Theorv of Mind
25. hnagining what others think
Social Situations
10. Understanding social situations 
30. Emotionally close
Choices/Consistencv 
14. Like choice
Specialist Skills and Sensorv
4. Specialist skill
20. Overwhelmed by stimulation
22. Highly developed skills
Behaviour Problems
13. Act without thinking of consequences
18. Cannot help challenging behaviour
Language
9. Challenging behaviour as communicating
12. Visual over verbal communication.
21. Say more than understand
26. Take phrases literally
28. Understand more than let on
Treatment
2. Treatment only work if want to get better
3. Warm and loving environment
5. Rewarding ‘normal’ behaviour
6. Not benefit from treatment
7. All treated the same
11. ‘Normal’ need to break obsessions
15. Treated the same as learning disabilities
17. Change environment
19. Helped to cope better
23. Possible to cure
24. Make life predictable
27. Make interact
29. Accept rather than insist
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Expert 2’s sort
Communication/Language
12. Visual over verbal communication.
21. Say more than understand
26. Take phrases literally
28. Understand more than let on
Behaviour Problems
5. Rewarding ‘normal’ behaviour
9. Challenging behaviour as communicating
11. ‘Normal’ need to break obsessions
13. Act without thinking of consequences
18. Cannot help challenging behaviour
29. Accept rather than insist
Specialist Skills and Sensorv
4. Specialist skill
20. Overwhelmed by stimulation
22. Highly developed skills
Social Situations and Theorv of Mind
10. Understanding social situations
25. Imagining what others think
27. Make interact
30. Emotionally close
Environment
3. Warm and loving environment
17. Change environment
24. Make life predictable
14. Like choice
16. Emotional cause
Cure/treatment/treatabilitv
2. Treatment only work if want to get better
6. Not benefit from treatment
7. All treated the same
15. Treated the same as learning disabilities
19. Helped to cope better
23. Possible to cure
Causes
1. Biological cause
8. Genetic cause
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Appendix R 
Further factor analyses table
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Factor loadings on items within the ABQ Factors
Items
Factors
q15 People with autism can be treated the 
sam e as other people with learning 
disabilities.
q14 People with autism like to have lots of 
choice.
q7 People with autism should all be treated 
the same.
q6 People with autism will not benefit from 
treatment of any kind. 
q1 Autism is mostly caused by biological 
factors i.e. brain abnormalities, pregnancy 
complications.
q17 The best way to help a person with 
autism is to change the environment around 
them.
q24 Support staff should make life predictable
for people with autism.
q10 Most people with autism find it difficult to
understand social situations.
q25 People with autism have problems
imagining what other people are thinking.
q21 People with autism may be able to say
more than they can actually understand or
may use language that they do not
understand.
q20 People with autism may become 
overwhelmed by certain types of stimulation 
e.g. noise or touch.
q8 Autism is mainly caused by genetic factors
and can run in families.
q26 People with autism tend to take phrases
literally e.g. “pull your socks up”.
q22 People with autism always have highly
developed skills e.g. memory for dates,
drawing, calculating.
q4 People with autism are more likely to have 
an area of exceptional skill or special skills 
than other people.
q30 It is difficult to get emotionally close to 
someone with autism.
q3 Providing a warm and loving environment
can help people overcome autism.
q2 Treatment of autism will only work if the
person wants to get better.
q16 Autism is mainly caused by emotional
factors i.e. stressful home life, bad upbringing,
cold parenting.
q23 It is possible to cure people of autism.
q27 It is important to make people with autism 
interact with others.
q11 To make someone with autism ‘normal’ 
you need to break his or her obsessions. 
q19 People with autism can be helped to 
cope better with things they find difficult. 
q29 It is better to accept the behaviour of 
people with autism than to insist that they 
behave in a certain way. 
q28 Some people with autism can understand 
more than they let on.______________________
.754
.580
.549
.475
.381
-.378
.362
.774
.705
.615 .366
.326
.438
.823
.794
.552
.474
.439
.432
.429
.766
.529
.381
.343
.369
.713
.709
.679
.596
.388
.336
.678
.674
.603
.338
.657
.437
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Table of comparison of census and study demographics
276
Current study Census data
Percentage
Characteristic Care staff 
(n=94)
Experts
(n=12)
England Surrey and 
Sussex
Gender
Male 30% 25% 48.7% —
Female 70% 75% 51.3% —
Age*
18-29 18% 0% 23% —
30-39 20% 50% 21% —
40-49 29% 17% 21% —
50-59 26% 25% 21% —
60-69 7% 8% 14% —
Ethnicity
White British 55% 75% 87% 91.5%
White Other 14% 17% 3.8% 4.4%
Asian 20% 8% 4.5% 1.7%
Black 9% 0% 2.2% 0.4%
Chinese 1% 0% 0.5% 0.4%
Mixed race 1% 0% 1.3% 1.1%
*Not including children below 18 years or adults over 70 years
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Tables of comparisons of demographics between first and second administrations
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Mann-Whitnev Test -  Gender 
Ranks
Second admin N Mean Rank Sum of Ranks
Sex Yes 53 43.76 2319.50
No 41 52.33 2145.50
Total 94
Test Statistics(a)
Sex
Mann-Whitney U 888.500
Wiicoxon W 2319.500
Z -1.906
Asymp. Sig. (2- 
tailed) .057
a Grouping Variable: Second admin
Krnskal-Wallis Test -  Age 
Ranks
Second admin N Mean Rank
Age Yes 53 51.33
No 41 42.55
Total 94
Test Statisticsi a,b)
Age
Chi-Square 2.534
df 1
Asymp. Sig. .111
a Kruskal Wal is Test
b Grouping Variable: Second admin
Krnskal-Wallis Test -  Ethnicity 
Ranks
Second admin N Mean Rank
Ethnicit
y
Yes 53 50.18
No 41 44.04
Total 94
Test Statisticsi a,b)
Ethnicity
Chi-Square 1.431
df 1
Asymp. Sig. .232
a Kruskal Wallis Test 
b Grouping Variable: Second admin
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Appendix U 
ABQ items (following analysis)
280
Revised ABO
1. Providing a warm and loving environment can help people overcome autism.
2. People with autism will not benefit from treatment of any kind.
3. People with autism should all be treated the same.
4. To make someone with autism ‘normal’ you need to break his or her obsessions.
5. People with autism like to have lots of choice.
6. People with autism can be treated the same as other people with learning 
disabilities.
7. Autism is mainly caused by emotional factors i.e. stressful home life, bad 
upbringing, cold parenting.
8. The best way to help a person with autism is to change the environment around 
them.
9. People with autism always have highly developed skills e.g. memory for dates, 
drawing, calculating.
10. It is possible to cure people of autism.
11. Support staff should make life predictable for people with autism.
12. People with autism have problems imagining what other people are thinking.
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Appendix V
Items that experts and care staff agreed on
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Items that experts and care staff all agreed/disagreed on
2. Treatment of autism will only work if the person wants to get better
4. People with autism are more likely to have an area of exceptional skill or special 
skills than other people._______________________________________________
5. Rewarding ‘normal’ behaviour can help reduce autistic behaviour.
8. Autism is mainly caused by genetic factors and can run in families.
9. People with autism may show ‘difficult’ or ‘challenging’ behaviours as a way of 
communicating.______________________________________________________
10. Most people with autism find it difficult to understand social situations.
12. People with autism may understand visual communication e.g. pictures, symbols, 
better than verbal communication.
13. People with autism are more likely to act without thinking of the consequences.
18. People with autism cannot help behaving in a challenging way.
19. People with autism can be helped to cope better with things they find difficult.
20. People with autism may become overwhelmed by certain types of stimulation e.g. 
noise or touch.
26. People with autism tend to take phrases literally e.g. “pull your socks up”.
27. It is important to make people with autism interact with others.
28. Some people with autism can understand more than they let on.
29. It is better to accept the behaviour of people with autism than to insist that they 
behave in a certain way._______________________________________________
30. It is difficult to get emotionally close to someone with autism.
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RESEARCH LOG CHECKLIST
1 Formulating and testing hypotheses and research questions y
2 Canying out a structured literature search using information technology and 
literature search tools
y
3 Critically reviewing relevant literature and evaluating research methods y
4 Formulating specific research questions y
5 Writing brief research proposals y
6 Writing detailed research proposals/protocols y
7 Considering issues related to ethical practice in research, including issues of 
diversity, and structuring plans accordingly
y
8 Obtaining approval from a research ethics committee y
9 Obtaining appropriate supervision for research y
10 Obtaining appropriate collaboration for research y
11 Collecting data from research participants y
12 Choosing appropriate design for research questions y
13 Writing patient information and consent forms y
14 Devising and administering questionnaires y
15 Negotiating access to study participants in applied NHS settings y
16 Setting up a data file y
17 Conducting statistical data analysis using SPSS y
18 Choosing appropriate statistical analyses y
19 Preparing quantitative data for analysis y
20 Choosing appropriate quantitative data analysis y
21 Summarising results in figures and tables y
22 Conducting semi-structured interviews y
23 Transcribing and analysing interview data using qualitative methods y
24 Choosing appropriate qualitative analyses y
25 Interpreting results from quantitative and qualitative data analysis y
26 Presenting research findings in a variety of contexts y
27 Producing a written report on a research project y
28 Defending own research decisions and analyses y
29 Submitting research reports for publication in peer-reviewed journals or edited 
book
y
30 Applying research findings to clinical practice y
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